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RECOMMENDATIONS 


A BASIC FRAMEWORK FOR CARE (CHAPTER I) 


1. There should be greater awareness that the possibilities for prevention, 
treatment and care in epilepsy have extended in recent years (paragraphs 6, 
17, 32 to 40). 


Diagnosis and continuing care 


2. Family doctors should be able to refer patients with epilepsy for full investi- 
gation and assessment by a multi-disciplinary team, which should include 
consultants, a social worker, a clinical psychologist and, in certain cases, local 
authority staff and a Disablement Resettlement Officer (paragraphs 50 and 52). 


3. Such teams should operate at most general hospitals and at all hospitals 
which have neurologicai and neurosurgical units (paragraph 53). 


4. Epilepsy clinics should be established at district general hospitals as parts of 
relevant departments (paragraphs 64 to 66). 


5. Following diagnosis and initial assessment, a person with epilepsy should 
remain under the continuing surveillance of his family doctor and community 
team. Hospital medical staff should also frequently be involved in this process 
of aftercare (paragraphs 57 to 61). 


6. The hospital review of patients should be carried out by doctors with suitable 
expertise in the management of epilepsy (paragraph 60). 


7. There should be a continuing expansion of neurological and neurosurgical 
facilities to provide an adequate service for the diagnosis, assessment and treat- 
ment of patients with epilepsy (paragraph 54). 


8. Prescriptions for anticonvulsant drugs should not be issued over long periods 
without regular review of their dosage and suitability. There should be syste- 
matic follow-up to ensure that the patient continues his treatment (paragraphs 
56 and 57). 


9. Where rehabilitation is required, the multi-disciplinary team should consider 
the needs of patients with epilepsy, who should thereafter participate in the 
rehabilitation services provided for people with other handicaps (paragraph 61). 


10. The part which social workers can play in the care of people with epilepsy 
should be fully recognised and they and their medical colleagues should work 
together in the community and hospital (paragraphs 68, 72 to 74). 


11. People with epilepsy who require welfare services should receive them 
within the general framework of facilities for the handicapped. Nevertheless, 
in order that progress can be assessed, people whose primary disability is 
epilepsy should be separately identified for statistical and research purposes 
within the registers of the general classes of the handicapped kept by local 
authorities (paragraph 69). 


12. A patient with epilepsy and other substantial handicaps should be treated 
in the unit appropriate to his primary disability (paragraph 63). 


13. Regional Hospital Boards, acting in consultation with Boards of Governors, 
local authorities and general practitioners, should review hospital facilities in 
order to ensure that these are adequate for people with epilepsy (paragraph 67). 


Public attitudes 


14. Further education about epilepsy should be directed towards those working 
in the health and social services and also towards the public in general (para- 
graphs 40 and 41). 


15. Public authorities should continue and increase their financial support of 
the British Epilepsy Association, which should also receive a contribution from 
central funds in order to expand its educational activities (paragraph 42). 


16. Public authorities and voluntary bodies should review any restrictions at 
present imposed on access to their services by people with epilepsy, and should 
ensure that these people are not the object of any unjustified form of discrimi- 
nation (paragraphs 43 and 44). 


17. Epilepsy should no longer be a ground for annulment of marriage (para- 
graph 46). 


THE EPILEPTIC COLONIES (CHAPTER III) 
Admission policies 


18. People should not be admitted to colonies without full medical and social 
assessment (paragraphs 86 and 92). 


19. Epileptic colonies should co-ordinate their catchment areas so that relatives 
have a minimum distance to travel (paragraph 89). 


Nature of services 


20. Epileptic colonies should develop and maintain effective lines of communi- 
cation with local authority social workers and with general practitioners (para- 
graphs 91, 92 and 98). 


21. Each colony should have a full-time or part-time social worker either on 
its staff or attached from the local authority (paragraph 92). 


22. Epileptic colonies should increase accommodation serving as “half-way 
houses” (paragraph 96). 


23. Out-dated forms of accommodation within the existing epileptic colonies 
should be modernised (paragraphs 81 and 82). 


24. Epileptic colonies should encourage independence and individuality in 
their residents and should avoid over-protection and institutionalisation (para- 
graphs 81 and 97). 


Future 


25. As medical and social services expand, the colonies should plan for a 
continuing reduction in the facilities which they have traditionally provided 
(paragraphs 100 to 104). 
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SPECIAL CENTRES (CHAPTER IV) 


26. Special centres should be provided for those people with epilepsy whose 
management presents particular problems, and such centres should have two 
components, the first being a hospital neurological and neurosurgical unit, and 
the second a residential unit with facilities for carrying out assessments under 
everyday living and working conditions. Such centres could be provided by the 
grouping of appropriate existing facilities (paragraphs 105 to 109). 


27. Asan initial step, some five or six such units should be established in England 
and Wales on a supra-regional basis (paragraph 111). 


28. The special units should form focal points for research and for professional 
and general teaching about epilepsy (paragraphs 112 to 113). 


29. Regional Hospital Boards, acting in consultation with Boards of Governors 
and relevant local authorities, voluntary bodies and government departments, 
should review the facilities within their regions in order to decide where and how 
special units should be established (paragraph 116). 


NEEDS AT DIFFERENT AGES (CHAPTER V) 
Children and adolescents 


30. Children with epilepsy should be assessed by multi-disciplinary teams 
modified to suit their particular needs (paragraphs 123 and 124). 


31. There should be full interchange of information between the general 
practitioner, the multi-disciplinary team and the child and school health services 
(paragraph 124). 

32. At all stages there should be provision for review in order to ensure that 


children and young people are not needlessly labelled as having epilepsy (para- 
graphs 124 and 132). 


33. In the case of children, the residential unit of a special centre for epilepsy 
should be a special school (paragraph 125). 


34. No child should be admitted to a special school until he has been fully 
investigated, medically and socially as well as educationally (paragraph 130). 


35. More attention should be paid to the special problems of epilepsy in adoles- 
cence. Comprehensive reassessment should be carried out on children with 
epilepsy before they leave school (paragraphs 132 and 133). 


Adults 


36. Adults with epilepsy and parents of children with epilepsy should, where 
appropriate, be referred for advice to genetic counselling centres (paragraph 136). 


37. As the housewife with epilepsy may need particular assistance, she should 
where necessary, be given priority if her child requires admission to a day nursery 
or nursery class (paragraph 137). 

38. Unmarried mothers with epilepsy should not automatically be debarred 
from the services of mother and baby homes (paragraph 138). 


39. If an elderly person with epilepsy can no longer be cared for at home and 
does not require hospital care, he should be accommodated in a local authority 
home for the elderly (paragraph 140). 


EMPLOYMENT (CHAPTER VI) 


40. The patient’s medical advisers should ensure that all relevant information 
is passed on to those concerned with his industrial rehabilitation and resettle- 
ment. Medication should be reviewed simultaneously (paragraph 146). 


41. Disablement Resettlement Officers should receive more specific instruction 
in the course of their training about the functions of social workers (paragraph 
148). 


42. Industrial rehabilitation units and similar establishments should make 
provision in their services for those who are able to enter only part-time employ- 
ment (paragraph 150). 


43. Full reports should go back from industrial rehabilitation units and training 
colleges for the disabled to the medical agencies from which their clients were 
referred (paragraph 152). 


44. People with epilepsy who are unemployed should have access to local 
authority day centres for the physically handicapped (paragraph 151). 


45. Public and voluntary bodies should set an example by taking people with 
epilepsy into employment (paragraphs 43 and 94). 


ACCOMMODATION (CHAPTER VII) AND VOLUNTARY AGENCIES (CHAPTER VIII) 


46. Persons with epilepsy who require Part III residential care should be 
accommodated in small Homes which also cater for people with other handicaps 
(paragraphs 88, 154 and 157). 


47. In their provision of residential accommodation for the physically handi- 
capped, local authorities and voluntary organisations should include facilities 
for those people with epilepsy who need some degree of care and attention and 
a secure base from which they can go out to work in either open or sheltered 
employment (paragraphs 153 and 154). 


48. Local authorities should consider acquiring powers to board out suitable 
persons with epilepsy who require such accommodation (paragraph 155). 


49. Local authorities should help people with epilepsy who have difficulties 
in finding lodgings (paragraph 155). 


50. Public, voluntary and private organisations which run Homes or provide 
other forms of accommodation or facilities should not discriminate against 
people with epilepsy. In cases of doubt the responsible bodies should seek expert 
medical or social work advice (paragraphs 70, 153, 156 and 161). 


STAFFING OF SERVICES (CHAPTER IX) 


51. Certain hospital and family doctors should have the opportunity of develop- 
ing a special interest in epilepsy (paragraphs 59, 162 and 163). 


52. Any increase in hospital medical staff should be within the framework of 
the relevant medical services (paragraph 162). 


53. Nurses, social workers and all others specially concerned with the care of 
people with epilepsy should have the opportunity of receiving appropriate 
training (paragraphs 164, 165 and 167). 
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54. Relevant recommendations in this report, together with background 
information, should be brought to the attention of personnel in the health and 
welfare services who are concerned with people with epilepsy (paragraph 168). 


ENVOI (CHAPTER X) 


55. It is desirable to try to assess the effects of these recommendations when 
they are put into operation, and oDEronn tat research projects should be encour- 
aged (paragraphs 170 and 171). 


56. Services for people with epilepsy should be reviewed in about five years’ 
time, in order to ensure that they are developing satisfactorily (paragraph 172). 
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CHAPTER I 
INTRODUCTION 


1. We were appointed by the Standing Medical Advisory Committee and the 
Advisory Committee on the Health and Welfare of Handicapped Persons with 
the following terms of reference: 

To review the nature and scope of services for epileptic people provided 
under the National Health Service Acts and Part III of the National Assistance 
Act, 1948, and to make recommendations as to the future development of these 
services and particularly as to the co-ordination of these services with each 
other, and with the employment, training and education services and related 
voluntary effort. 


2. Two committees have previously reviewed services for people with epilepsy. 
A committee of the Minister’s Advisory Council for the Welfare of Handicapped 
Persons issued a report in 1953 on the “Special Welfare Needs of Epileptics’’(‘), 
and the Standing Medical Advisory Committee’s sub-committee on the ‘““Medical 
Care of Epileptics ” (the Cohen Committee) produced their report in 1956(2). 
Recommendations in these two reports formed the basis of advice to the hospital 
service and to local authorities providing welfare services under Part LI of the 
National Assistance Act, 1948. Our terms of reference required us to look at 
much of the field covered in these two reports. Our first task was therefore to 
find out how far their relevant recommendations had been implemented and what 
new developments had occurred. On the basis of the papers contributed by our 
members and by the then Ministry of Health and the Departments of Education 
and Science and of Employment and Productivity, and of background visits 
by groups of our members to various kinds of establishments, we assessed the 
area for fresh enquiry, and decided to invite the major bodies concerned to give 
written evidence, together with a few individuals particularly interested in the 
subject. We also issued an open invitation to the general public to supply 
relevant evidence. Because of the width of our remit, the number of bodies 
involved was large. We were obliged to look at all branches of the health and 
welfare services, and in addition we were charged with considering co-ordination 
not only between these services themselves, but between them and the other 
services, both statutory and voluntary, which help people with epilepsy with 
education, vocational training, and employment. We therefore had to find out 
what these other services had to offer, how they worked and what changes were 
taking place in them, and to judge their effectiveness, although it is not within 
our remit to make recommendations about them. 


3. Consultation took the form of a general questionary indicating the range of 
topics on which we wanted information or views; in addition, we asked the 
epileptic colonies and the hospital service for specified factual information, and 
specific information was also obtained from a few other sources. The response 


Note (1) and (2). These and similar numerical references in the text relate to items in Appendix 
i,% 
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to our invitations was impressive, and testified to the concern of those involved 
in the services under review to improve their effectiveness. We are grateful for 
the volume of thoughtful and informative material sent to us. Some matters 
were explored further in oral evidence, and we also had discussions with people 
who have epilepsy both in the course of hearing such evidence and during visits 
to hospitals and to colonies. We should like to record our thanks to all those 
who gave their time to us on these occasions. A list of people and bodies giving 
evidence or information is contained in Appendix B and of establishments 
visited by members, singly or in groups, in Appendix C. 


4. The Secretaries of the Joint Sub-Committee were Dr. Jean M. Bainbridge 
and Miss S. M. Masel, who were assisted by Mr. G. F. Maitland. We are 
grateful to them for their diligence and patience throughout our deliberations 
and for their ability to obtain and present the substantial amount of information 
which we required from official and other sources. They also undertook the 
difficult task of translating our discussions and decisions into draft sections for 
our report. Our work was facilitated by the presence at our meetings of obser- 
vers, notably, Mr. J. Castelow and Dr. F. Riley of the Department of Health 
and Social Security, Dr. T. K. Whitmore of the Department of Education and 
Science, and Miss P. D. Salmon of the Department of Employment and Produc- 
tivity. The contributions which they made in the light of their specialised know- 
ledge were of great help to us throughout our work. 


BACKGROUND 


5. In its severe manifestations, epilepsy has been recognised as a disease for 
at least 2,500 years, and it has been the object of many superstitious beliefs, 
being sometimes regarded with awe and sometimes with disgust. No rational 
treatment existed until the introduction of bromides in 1857. In the nineteenth 
century, people with severe epilepsy were often confined in lunatic asylums 
despite the fact that they had no associated mental disorder. A more enlightened 
attitude developed towards the end of the century and this led to the establish- 
ment of colonies, on the pattern of that founded in Bielefeld, Germany, in 1841. 
Here people with epilepsy were able to live and be cared for while taking part 
in the work of a small self-contained community. Nevertheless, the underlying 
concept was to segregate in institutions large groups of people with epilepsy 
who did not have serious psychiatric troubles and to give them opportunities for 
manual and domestic work, the sexes being kept separate. In this sheltered 
environment the scope for treatment, apart from sedation, was minimal. 


6. Twentieth century advances in medicine have shown the condition to be a 
symptom having many causes and manifestations. With the effective use of a 
range of anticonvulsant and other drugs, notably tranquillisers, most cases are 
amenable to control. New techniques, including electroencephalography, 
radiology and biochemical investigation, are used diagnostically to find if there 
is an underlying cause needing treatment, and there have also been developments 
in neurosurgery enabling a small proportion of cases, hitherto intractable, to be 
relieved. 


7. The range of medical specialties involved in the treatment of epilepsy includes 
neurology, neurophysiology, general medicine, psychiatry, neurosurgery and 
paediatrics. With the introduction of the National Health Service in 1948, 
everybody with epilepsy, including those in colonies, special schools or other 
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types of institution, became entitled to the services of a general practitioner; 
free treatment became available to them, ,and the general practitioner was able 
to refer patients, if he thought fit, to the hospital and specialist services for 
diagnosis and advice on treatment, generally on an out-patient basis. But in 
many parts of the country the hospital facilities for diagnosis and treatment of 
epilepsy were not adequate; there was a shortage of consultants in the specialties 
mainly concerned, and few of them took an active interest in epilepsy. In fact, 
neurology was a specialty concentrated mainly in the area of the Metropolitan 
Hospital Regions. At this time two former local authority institutions for 
people with epilepsy, St. David’s, Edmonton, and St. Faith’s, Brentwood, were 
converted into National Health Service hospitals, but their primary function 
remained the care of long-stay patients with epilepsy. 


8. This was the background against which the Cohen Committee was asked to 
consider the needs for the medical care of patients with epilepsy. The number 
of consultants in post in neurology has, however, risen from 49 in 1950 to 100 
in 1968, providing services equivalent to 78-3 whole-time appointments, nearly 
half of their time being devoted to regions other than those serving London and 
the South-East. In addition, by the latter date there were 22 consultants (16:1 
whole-time equivalent) in neurophysiology in post. Out-patient clinics where 
patients can be referred for the diagnosis and treatment of epilepsy are now 
spread more evenly throughout the country. 


9. During the same period, local authorities were first given powers, and later 
obligations, to provide services for the physically handicapped under the 
National Assistance Act, 1948. This paved the way for various general develop- 
ments but has not specifically improved the services for people with epilepsy. 


10. It will be seen from Appendix D that, while there has been no single specta- 
cular development in the treatment and care of people with epilepsy since the 
two previous reports were published, a number of gradual changes have together 
produced a more satisfactory service. The British Epilepsy Association, founded 
in 1950, has developed into an organisation through which the special needs 
of people with epilepsy can be considered and voiced, and, like other voluntary 
organisations, it introduced pioneer services, particularly in social counselling 
and in clubs and centres. These, although not universally available throughout 
the country, showed the scope for extending local authority social work, residen- 
tial and occupational facilities to more people with epilepsy. 


11. The two previous committees were appointed to consider respectively 
welfare and medical care, but each found that the two aspects were not separable 
and there was consequently some overlapping in their recommendations, those 
in the 1953 report being referred to in the 1956 report. We studied those recom- 
mendations and the attempts to implement them which we considered to fall 
within our remit. The situation is summarised in Appendix D under the following 
headings: (1) Broad principles of a non-controversial nature; (2) General 
practitioners; (3) Hospital organisation; (4) Children and co-ordination with 
services provided by education authorities; (5) Social work and other com- 
munity care; (6) The epileptic colonies; (7) Co-ordination between services for 
adults. 


12. While the impact of the two reports has brought about some marginal 
improvement in the services for people with epilepsy, the principal recommen- 
dations, relating to the hospital service and the epileptic colonies, have not 
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been put into effect, and the Cohen Committee, when reconvened in 1966 to 
consider progress in implementing its report, was disturbed at the situation. 
The Minister of Health noted that medical services had not developed on the 
lines recommended, and that co-ordination between the various medical services 
and the welfare and other services was of particular importance. The develop- 
ment of welfare services for the handicapped in recent years, and particularly 
their movement away from largely institutional care towards community care, 
had made it desirable to reconsider how they could best meet any special needs 
of people with epilepsy. He therefore asked for a review of both medical and 
social aspects of the services. 


13. The inter-relation of social and clinical factors being of particular import- 
ance in epilepsy, the two advisory bodies now concerned recognised that medical 
and welfare services for people with epilepsy could not be considered in isolation 
from each other, and at the Minister’s suggestion they set up a joint sub- 
committee to review them in the hope that comprehensive advice could be 
formulated. Although the other social services that are concerned with the needs 
and problems of people with epilepsy are outside the scope of the review, the 
health and welfare services cannot fulfil their purposes without bringing into 
play such other services as can contribute to the rehabilitation and well-being 
of the disabled, and the review therefore extended to the co-ordination between — 
the health and welfare services and these other services. 


14. It should be added that, in our opinion, had the major recommendations 
of the Cohen Report been implemented, the services for people with epilepsy 
would by now have been much more satisfactory than they in fact are, and our 
committee might not have proved necessary. We should also like to acknowledge 
our debt to the authors of that report and of its 1953 predecessor. Their con- 
clusions formed a valuable background to our work, and indeed, are in many 
instances almost identical to our own. 


GENERAL CONSIDERATIONS 


15. Epilepsy is not a disease but a symptom. It is a word used to describe repeti- 
tive stereotyped disturbances of consciousness, of feeling, or of movement 
which are primarily cerebral in origin. These range from trivial experiences 
such as a twitch of a finger or a flash of light to frequent, uncontrollable, pro- 
longed convulsive states. The attacks may have a discoverable cause, or in the 
light of present knowledge may be unexplained. In a proportion of cases psycho- 
logical problems are of prime importance, particularly in the form of personality 
or behavioural difficulties, although there may sometimes be more profound 
disturbances. Also the timing and frequency of seizures are undoubtedly greatly 
affected in many patients by their immediate psychological situation. Like the 
previous two committees, we did not find it necessary to formulate a definition 
for the purpose of our report, since our concern is with the provision of services 
for all who need them by virtue of a condition which may have a variety of 
underlying causes and which may similarly have a variety of manifestations 
but which can be described as epilepsy. 


16. Despite recent advances in medical treatment which enable most people 
with epilepsy to lead fairly normal family and working lives, the illness is still 
regarded by many as a mysterious, frightening and even shameful condition. 
Some forms of epilepsy may have little or no social consequences as, for example, 
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when the attacks are completely controlled, are of a minor nature, or occur only 
at night. However, there are cases where the condition itself, and even more 
important, the individual’s attitude to it, can affect every aspect of his life. 
Apart from the statutory disabilities, mainly in connection with driving licences, 
but also the laws relating to nullity of marriage, there is often some degree of 
practical limitation on activities. Some people with epilepsy have, in the past, 
spent long periods isolated in institutional surroundings, and have been 
regarded, by themselves and others, as set apart from the community. Even 
when the fits are controlled, there is always the fear in the person with epilepsy 
and in his family that they might recur; there are often precautions to be taken 
in case a fit should occur when someone with epilepsy is swimming or near 
dangerous machinery or in any of a number of situations harmless in them- 
selves but potentially dangerous to him. This narrowing of life opportunities, 
however slight, is a factor to which he and his family have to become reconciled. 
Some successfully achieve this adjustment, but circumstances may combine 
to produce personality disorders, or to intensify those that may already be 
present, and so create social casualties. In some, fear of the social consequences 
leads to concealment, bringing with it exposure to unnecessary risks and 
pressures, unsympathetic reactions in emergencies, and even failure to obtain 
the benefit of the medical and social services now available. 


17. We have had in mind that although epilepsy is a chronic condition which 
can rarely be completely cured, it can often nowadays be controlled to the point 
where it may be regarded as latent or at most a minor inconvenience. Its com- 
monly accepted social consequences are not necessarily inherent, and the cost 
of preventing them may, over a lifetime, be less than that of dealing with them 
once they have arisen. In fact the primary need, both medically and socially, is a 
service geared to prevention. 


18. It is, of course, first of all desirable to identify and attack the underlying 
cause in each case, although with the present state of knowledge there is no 
prospect of completely eliminating epilepsy by preventive measures. Our next 
objective has therefore been to devise a system that will enable the wider con- 
sequences of epilepsy to be minimised by bringing all the necessary services to 
bear from the onset, and then to provide assessment, reassessment and continuing 
medica! and social care according to individual long-term needs. It is our hope 
that, with such a system, the numbers of people who are unable, through 
epilepsy, to pursue a reasonable life within the community would eventually be 
small, though there would undoubtedly remain some people needing care 
because of other disabilities where epilepsy is an associated factor. We recognise 
that there are still a number of people with epilepsy who developed it many 
years ago and whose condition is now more serious than it might have been if, 
from the onset, they had had the type of services we are recommending. They 
need a greater degree of help, and for them our aim has been to encourage the 
application of the system of services we have suggested, within an appropriate 
programme of social rehabilitation; to suggest the type of support needed to 
enable the majority of them to remain in, or return to, life in the community; 
and to provide for the availability of appropriate long-term residential accom- 
modation where this is the only solution. 


19. Our deliberations took place during a period when the organisation of 
local government and of the National Health Service was under fundamental 
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review, and when various aspects of these services were also being examined. 
Some reports which bear on the general pattern of services within which pro- 
vision has to be made for people with epilepsy were issued while we were sitting, 
notably the Seebohm Report on Local Authority and Allied Personal Social 
Services(+). We have not attempted to anticipate the changes that may ensue, 
but have endeavoured to suggest a pattern of services which, although related 
to the existing structure, could equally be accommodated within whatever new 
one emerges from the broader reviews. We have also had in mind that for 
proposals to be practicable in the present economic situation, additional costs 
must be kept to a minimum, but we consider that much can be done without 
extra expenditure. 


STATISTICAL BACKGROUND 


20. Estimates of the prevalence of epilepsy in England and Wales vary, but 
suggest that it is between 4 and 6 per thousand. Neither of the two previous 
committees received exact evidence of the prevalence or information on which to 
make a satisfactory estimate. The rates from the previous reports and from two 
more recent surveys are given in Table 1. Further statistical information is 
contained in Appendices G to J. If 6 per thousand is accepted, the total number 
in the population would be in the region of 290,000. If the figure of 0-7 per 
thousand is adopted for the inception rate, the number of new cases is approxi- 
mately 33,000 per annum. 


TABLE | 
Inception rate 
Source Incidence per 1,000 pop. per 1,000 per 
annum 
Welfare Report(!)  - : ; 2 — 
Cohen Report(2) : + — 
Pond, Bidwell, Stein(4) —- 6:2 0-7 
College of General Practitioners(®) 4-19 0-63 


21. Three recent surveys of epilepsy among schoolchildren (Pond, Bidwell 
and Stein(+), Cooper(’), and the Isle of Wight Survey (8) mentioned by Tizard, 
Rutter and Whitmore) indicate that the prevalence of epilepsy in school- 
children is in the order of 8 per thousand. The uncertainty of diagnosis among 
very young children makes it difficult to obtain precise figures for children 
below school age, but it appears that the population with epilepsy includes 
some 190,000 adults and some 100,000 children of 16 and under. 


22. Probably one person in 20 has a fit of some sort in the course of a lifetime. 
Such a fit is most likely to occur first during the pre-school years. The incidence 
of fits is slightly greater during adolescence and early adult life than during the 
primary school years; it is also greater in people over the age of 65 than during 
middle adult life. 
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23. Only one in 8 of those who have a fit will suffer from chronic epilepsy, i.e. 
have a continuing liability to fits. In this group the onset of epilepsy occurs 
before the age of 5 in nearly a quarter of the cases and before school leaving age 
in more than a half, with some variations in the incidence as between the sexes. 
Many children with epilepsy do not continue their illness into adult life. With 
present methods of anticonvulsant therapy, however, a high proportion of 
those with chronic epilepsy (42 per cent of those with major epilepsy found in 
the survey of the College of General Practitioners) have their fits completely 
controlled; and the two recent surveys indicate that a high proportion have 
comparatively infrequent attacks (Pond et al(4) found that only 40 per cent 
had fits more often than monthly while the College of General Practitioners(®) 
found that only 40 per cent of all people with epilepsy, and 37 per cent of those 
with major epilepsy, had more than one fit a year). 


24. The number of discharges and deaths of people treated for epilepsy as 
in-patients in non-psychiatric hospitals in the National Health Service has been 
estimated by the annual Hospital In-Patient Inquiry(®) (see Appendix G, Table 
1). This shows a rise from 11,000 in 1957 to 15,300 in 1966. In 1966 there were 
10 per cent aged 65 years or over, and 93 per cent were in hospital for less than 
one month. In children under the age of 15 years the diagnosis of convulsions 
was made more frequently than epilepsy. In 1966 a total of 10,600 children were 
diagnosed as having epilepsy, convulsions or associated disorders, representing 
46 per cent of all discharges and deaths in all age-groups among people with 
these diagnoses. The results of the inquiry may not, however, be as valid for 
epilepsy as for some other conditions. 


25. In a study(1%) in December, 1963, of 1,583 patients in psychiatric hospitals 
and units and 153 in sub-normality hospitals and units with a primary diagnosis 
of epilepsy, only 165 and 2 respectively had been there for less than three months. 
This indicates that in the past many people with epilepsy and no other disability 
found their way into these units. No conclusions regarding total incidence can, 
however, be drawn from these figures as there will be other patients in whom 
epilepsy occurs although it is not the primary diagnosis. 


26. It is not possible to say precisely how many people with epilepsy are in 
long-stay institutions, since epilepsy is sometimes a complicating factor in other 
conditions requiring residential treatment or care. But 3,123 people in residential 
accommodation under Section 21 or 26 of the National Assistance Act, 1948, on 
31st December, 1967(!1) were classified as having epilepsy as their major disa- 
bility, while 5,390 patients in mental subnormality hospitals and 5,703 in hospitals 
and units for the mentally ill on 31st December, 1963, were classified as having a 
primary or secondary diagnosis of epilepsy or epileptic psychosis(19). A recent 
survey by the Birmingham Regional Hospital Board showed that 19-7 per cent 
of its subnormality beds were occupied by patients who also had epilepsy and 
suggests that the figure for England and Wales may be 12,000 or more. In 
addition, 275 persons were accommodated in the two long-stay hospitals for 
epileptics in the National Health Service in 1967. 


27. From the foregoing estimates of the incidence of epilepsy, there are probably 
some 91,000 people with epilepsy among the working population of England 
and Wales, although less than 19,000 of the people registered as disabled for 
employment purposes (including about 800 in sheltered employment) are 


PWE 2* 13 


recorded as having epilepsy as their major or only disability. Of these 2,881 
were unemployed in April, 1968, and 709 of them were regarded as capable of 
work only under sheltered conditions. 


28. The various surveys imply that there must be some 60,000 schoolchildren 
in England and Wales who are subject to epilepsy. The overwhelming majority 
are educated in ordinary schools, and a smaller proportion attend special day 
or residential schools not catering specifically for children with epilepsy. A 
little more than 1 per cent are educated either at home (only 35 in 1967) or in the 
6 special residential schools for epileptic pupils, which together provide 622 
places. The figures in this paragraph do not include the substantial number of 
children with epilepsy who have been regarded as too mentally handicapped to 
receive education of the type provided at present by local education authorities. 


29. There is no way as yet of estimating the number of people with epilepsy 
who may need local authority welfare services under Section 29 of the National 
Assistance Act, 1948, despite the fact that those who require these services from 
time to time or permanently are likely to be persons whose disabilities produce 
problems affecting both the individual and his family. 


30. The foregoing figures, although of varying epidemiological value, are 
sufficient to confirm the conclusion of the Cohen Committee that epilepsy is a 
large enough problem to demand that special provision should be made for 
dealing with it. 
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CHAPTER II 
A BASIC FRAMEWORK FOR CARE 


31. In considering the medical and social needs of people with epilepsy, attention 
must constantly be paid to the possibilities of prevention. In the light of current 
knowledge there is scope for the primary prevention of the condition in a small 
minority of cases, although it is to be expected that this will increase as more is 
discovered about its causation. Attention must therefore, at present, be concen- 
trated on secondary and tertiary prevention, in other words on the prompt 
diagnosis of epilepsy and on the provision of a full range of services, both 
medical and social, for the assessment, treatment and care of those who develop 
it. Parallel with the provision of these it will be necessary to take active steps 
towards modifying public attitudes towards epilepsy. 


PRIMARY PREVENTION 


32. In broad terms it may be said that an epileptic attack results from a sudden 
excessive, uncontrolled discharge of the nerve cells of the brain. In many cases 
known factors have given rise to damage of brain tissue or to disturbance of 
its function which result in epileptic discharges reaching the clinical level of 
recognizable attacks. With increasing medical knowledge and improvement in 
diagnostic aids, more and more cases are being discovered to have a specific 
physical cause. In prevention, efforts must be directed not only at eliminating 
such underlying causes but also towards mitigating the harmful effects of the 
attacks, and both family doctors and specialists have important rdles to play. 


33. One approach to prevention lies in expert genetic counselling, which is 
available at the advisory centres listed in the Standing Medical Advisory 
Committee’s booklet ““Human Genetics”, which was issued in 1967(/2). Blanket 
figures quoted in textbooks, such as “‘epileptics have a 1-in-40 chance of having 
epileptic children”, are inaccurate, as it is now known that the risks of epilepsy 
appearing in the children vary according to the cause of the epilepsy in the 
prospective parent. Some epilepsies, for example those caused by infection or 
trauma, are not genetically based. Recent work has shown that there is a genetic 
tendency to febrile convulsions below the age of 4 years. Consequently, there is a 
substantially enhanced risk, of the order of 30 per cent, to brothers and sisters 
of a child in whom temporal lobe epilepsy began with severe febrile convulsions, 
though most of these 30 per cent will not develop prolonged or serious epilepsy, 
but will simply have one or two harmless, brief convulsions in early life. The 
risk to brothers and sisters of a child with epilepsy complicating one of the rare 
dominant genetic disorders, such as tuberose sclerosis, rises to 50 per cent, but 
epilepsy acquired, say, during the course of meningitis, would not bring any 
enhanced risk to any first degree relatives of seizure disorders of any kind. 


34. Other factors leading to epilepsy operate from the beginning of foetal 
development. As yet no specific disturbances of development in utero due, for 
example, to placental insufficiency, are known to produce epilepsy, but physical 
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injury at birth can certainly cause the condition. Birth anoxia, producing 
generalised brain damage, and hypoglycaemia are known causes of subsequent 
epilepsy, usually of severe type. Good obstetric and neo-natal paediatric care 
could certainly eliminate some cases of epilepsy from these causes. 


35. The general practitioner’s rdle is important in the early diagnosis of infec- 
tions of the nervous system. Meningitis may be accompanied by severe general- 
ised epileptic attacks and often by status epilepticus. Early treatment of the 
meningitis and of attacks may determine whether or not the brain gets per- | 
manently damaged with resulting further epilepsy months or years later. 


36. So-called febrile convulsions are very common between the ages of six 
months and four years, occurring in about one in twenty of the population, 
according to a study by the World Health Organisation(!3). Such attacks 
occasionally go unpredictably on to status epilepticus, with resultant anoxic 
brain damage and a good chance of further epilepsy developing later. The 
family doctor’s rdle is crucial, and some specialists think that prophylactic anti- 
convulsants for a period are indicated not only in children who have had one or 
more febrile convulsions but also in their brothers and sisters. 


37. In adolescence, trauma is an important cause of epilepsy, so the need to 
prevent accidents, particularly on the road, is underlined. In adult life, trauma 
and space-occupying lesions, and, later, arteriosclerotic and other cerebral 
degenerations, are frequent causes. 


38. Finally, there is a large group of cases with no known cause, often termed 
‘idiopathic’. There is little doubt that the size of this group will be diminished 
as further research leads to the discovery of underlying factors, some of which 
may prove amenable to preventive measures. Neuropathology and neurochem- 
istry are likely to prove the main areas in which advances can be expected. 


39. In the meantime we would emphasise the need for the wide dissemination 
to medical students and, through post-graduate education, to all doctors of 
what is already known about the primary prevention of epilepsy. 


PUBLIC ATTITUDES 


40. To a great extent the social problems of people with epilepsy are created 
by the attitude of society towards them. Through ignorance and prejudice 
about the nature of the disease, there is a reluctance to give them a home, a 
job, or a normal social life, or to accept them as relations by marriage or as fit 
to become natural or adoptive parents. Inadequately controlled epilepsy does not 
readily arouse sympathy, and while there is evidence of a general improvement 
in tolerance and understanding, social services still have to be provided and 
social workers have to help people with epilepsy to adjust to the consequences 
of their condition. 


41. We consider that much could be achieved by intensified efforts at public 
education (especially if followed by attempts at evaluation), with the object of 
breaking down fear and prejudice; of giving those likely to come regularly into 
contact with people with epilepsy some simple guidance on how to deal with 
fits when they occur; of correcting the confusion in the public mind between 
epilepsy and mental disorder; of explaining how modern treatment has amelior- 
ated the condition; and of disseminating an understanding of the social problems. 
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The campaign would have to be directed especially to those who can themselves 
influence public attitudes and to those whose work may involve them in dealing 
with people with epilepsy. This covers a wide spectrum of people and not merely 
those working in the health and social services. The Department of Employ- 
ment and Productivity has already done valuable work in breaking down the 
prejudices of employers, and the latest version of its leaflet of guidance on 
employing someone with epilepsy(!4) is a good example of the kind of construc- 
tive propaganda needed. We should welcome discussion of the topic not only 
in training courses for careers involving contact with the handicapped but in 
management courses generally. The patient and his family must also be taught 
how to see the disease in perspective and how to present it to employers or 
landladies without arousing alarm or antagonism. 


42. Many tributes have been paid in the evidence to the work done by the 
British Epilepsy Association to bring about a greater understanding of the 
nature of epilepsy and of its problems, particularly among those employed in 
the health services and in teaching. For propaganda to reach a wider public, 
and for a programme of continuing education to be maintained, more money 
would have to be spent on media such as press, national and local radio, and 
television than a voluntary body could hope to raise by public appeals, for 
removing a prejudice has not a strong emotional appeal. The local authorities 
and the recently established Health Education Council can help through their 
health education programmes, but we believe that there is special value in giving 
direct support to the British Epilepsy Association. We accordingly recommend 
that while local authorities should be encouraged to continue and, where 
possible, to increase their financial support for that Association, it should also 
receive a contribution from central public funds. 


43. Public authorities and voluntary bodies should set an example by reviewing 
long-established restrictions on access to their services by people with epilepsy 
or on employment, since these usually originated at a time when less was 
understood about the condition. We were extremely concerned to find that some 
epileptic colonies did not take people with epilepsy on to their staffs, and that 
certain convalescent and recuperative homes, including some in the National 
Health Service, would not admit them. It was also apparent from the evidence 
that the more liberal attitudes now adopted in relation to admission to the 
teaching profession and to employment with machinery was still not well 
known to some of those who may be advising adolescents about careers. The 
inclusion of a runner with epilepsy in the British Olympics team in 1968 is an 
indication of what can be achieved despite the condition. We heard repeatedly 
that one of the severest disabilities in connection with epilepsy was the absolute 
ban on holding a driving licence where, in accordance with sound medical 
practice, treatment was continued despite a long period of freedom from 
attacks, and we welcome the recent decision to modify this. 


44, Public and voluntary bodies concerned with the residential care of children 
and adults with epilepsy can also help to improve the public image by ensuring 
that those in their care are not made conspicuous, that they make a good 
impression by their dress and appearance, and that they are able to share the 
normal interests of their generation. We were impressed by how successfully 
some of the special schools achieved these objectives. 
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45. We have considered whether the connotations of the term “epilepsy” con- 
tribute to the perpetuation of the stigma attaching to the condition and whether 
it should, in consequence, be abandoned. There is, however, a risk that the 
stigma attached to the word “epilepsy” would merely be transferred to the term 
that replaced it, and we came to the conclusion that it would be more profitable 
to continue to use the word but to concentrate on removing the misconceptions 
which surround it. This was also one of the factors which we had to consider in 
deciding how far separate provision should be made for people with epilepsy, 
though never a deciding one. Nevertheless we deplore the practice of describing © 
people as “epileptics” or, as in the terms of reference given to us, as “‘epileptic 
people’. 


46. In paragraph 16, we referred to the fact that one of the statutory disabilities 
placed on people with epilepsy was embodied in the marriage laws. Under 
Section 9(1) of the Matrimonial Causes Act, 1965, epilepsy may, in certain 
circumstances, be a ground for annulling the marriage. We understand that the 
Law Commission is at the present time examining the position and we hope that 
it will be possible to recommend the removal of epilepsy as a ground for nullity. 
We think that such an action, by removing a general stigmatisation, would help 
in the task of modifying public attitudes towards epilepsy. 


DIAGNOSIS—-GENERAL 


47. In considering the provision to be made for individuals with epilepsy, it 
must be borne in mind that they do not constitute a homogeneous group, but 
represent a wide spectrum from the nearly normal to the severely handicapped. 
Their needs differ, and it would be unrealistic to look for one pattern of service 
which would apply in all instances. Epilepsy presents in many ways; it is not a 
single clinical entity and its proper care and management will often require a 
multi-disciplinary approach, involving the family doctor, hospital consultants, 
social workers and others to ensure that the total needs of the patient and his 
family are met. 


48. In view of the very wide range of disability it is extremely difficult to find a 
classification which would cover the medical, social and employment problems 
adequately. The Cohen Report divided people with epileptic attacks into four 
categories of disability based on the frequency of seizures and the degree of any 
associated disorder of intellect or behaviour; and the Report of a Sub-Committee 
of the Standing Medical Advisory Committee of the Scottish Home and Health 
Department(!5) has more recently classified patients according to their ability 
to carry out various jobs. 


49. Pond et al(5) recognised, for assessment purposes, four groups. The first 
was made up of young children who have fits which soon stop and are not 
accompanied by any other disability. The second is a group at the other end of 
life and consists of people in whom terminal illnesses or senile changes are 
accompanied by epilepsy. The third are children whose fits may continue into 
adult life, often accompanied by other disabilities. The fourth group comprises 
the remainder, most of whom are adults and whose fits may begin when they are 
already settled into employment and marriage. Pond et al(5) stated that it is 
members of these last two groups who require the most comprehensive investi- 
gation, and we commend this as a useful guide. 
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DIAGNOSIS—-THE FAMILY DOCTOR 


50. The family doctor has an important réle to play. He is the doctor of first 
contact and accepts continuing personal responsibility for the patient and his 
family. In most cases he will be the first doctor to be consulted about an epileptic 
fit. The family doctor will undoubtedly wish to refer the majority of his patients 
for consultant advice, as an epileptic fit is a symptom rather than a disease, and 
prolonged investigation may be necessary before a firm diagnosis can be reached. 
It is, however, inherent in the concept of the family doctor’s assuming full 
clinical responsibility for his patients that he should have more discretion in 
deciding whether, and when, to seek advice, either from the hospital service or 
from social work colleagues. 


DIAGNOSIS—THE HOSPITAL SERVICE 


51. We have not received any evidence to suggest that family doctors have 
difficulty in referring patients with epilepsy to the appropriate consultant, and 
we believe that it should be possible to obtain such advice in most areas of the 
country. Nevertheless, from the evidence of Pond’s survey(5) and that of the 
College of General Practitioners(®) only a little over half of the patients with 
epilepsy were in fact referred for consultant advice. 


52. We consider that the problems of epilepsy call for careful initial assessment 
and that this should be done by a multi-disciplinary team consisting of one or 
more consultants who may be drawn from the ranks of general physicians, 
paediatricians, psychiatrists, neurologists, neurophysiologists or neurosurgeons, 
according to individual circumstances; a social worker; and a clinical psych- 
ologist. In most cases the local authority could make a useful contribution to 
the team through appropriate members of its social work, health visiting, medical 
and educational staff. In some cases the Disablement Resettlement Officer will 
have a vital rdle to play. The family doctor should be invited to attend or to be 
represented but in any event he should be kept fully informed. The full team may 
not’ be needed for every patient but one member should have the specific respon- 
sibility for ensuring that appropriate staff are present at each meeting. 


53. When referring a patient for investigation, the family doctor will utilise the 
consultant facilities at the local district general hospital or its equivalent. The 
majority of these hospitals will not have neurological or neurosurgical units, 
but with help in appropriate cases from visiting staff from such units, it should 
be possible to assemble teams of the type which we have described in order to 
provide diagnosis, assessment and advice on treatment and on the correct 
placement for most patients. This will usually be done on an out-patient basis, 
although some may require admission. 


54. There will, however, be patients who, for a variety of reasons, will require 
special facilities of a kind which can be provided only in a neurological or 
neurosurgical unit. Some will need special diagnostic aids, such as angiography, 
pneumoencephalography, radio-isotope scanning or surgical electrocortico- 
graphy, whilst others will require a period of hospital care for proper assessment 
and treatment. Such patients will therefore have to be referred from their local 
hospitals to the appropriate unit, and we think that an increasing number will 
in future be passed on in this manner in order that they may fully benefit from 
the continuing advances which are being made in the diagnosis and treatment 
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of epilepsy. If our conclusion is correct, it follows that, as demand builds up, 
there will be need for an expansion of neurological and neurosurgical facilities 
in order to provide an adequate service for patients with epilepsy. 


55. Patients at these specialised units should be assessed by a full team of the 
type which we have described before being returned, in most cases, for con- 
tinuing care by their family doctors and local hospitals. A minority will, however, 
require further assessment under special conditions, and their needs will be 
discussed in Chapter IV. 


CONTINUING CARE—THE FAMILY DOCTOR 


56. The vast majority of people with epilepsy will, with appropriate treatment, 
be able to live normal or nearly normal lives, and in these cases the family 
doctor has a major réle to play in supplying the necessary support. We have 
received evidence that some patients placed on suppressive drugs have remained 
on these for many months or even years without seeing the general practitioner, 
merely collecting a prescription from time to time. We strongly deprecate this 
practice. | 


57. Once the initial diagnosis has been made and treatment commenced, the 
patient should be reviewed at regular intervals: 

(a) to make sure he is taking the drugs and that they are effective; 

(b) to sustain him in handling his life while his fits continue; 

(c) to minimise the side-effects and toxic effects of the drugs; and 

(d) to ensure that he benefits from advances in treatment. 
This review should be carried out either by the family doctor or by the hospital 
clinic, depending on the individual case. However, even when the patient is 
being supervised by the hospital clinic there must be contact between the general 
practitioner and the hospital so that the former can continue to take an active 
interest in his patient. 


58. During the last few years there has been a growing trend for family doctors 
to practise in groups from health centres or group practice premises. Increasingly, 
local authority health visitors, home nurses, midwives and others have been 
attached to general practices, forming community teams. Simultaneously, 
general practice has become increasingly organised and orientated to meet the 
clinical needs of particular groups. Efforts have been made to identify patients 
with chronic diseases and those who are at special risk in order to facilitate their 
periodical review. In addition, most family doctors have free access to certain 
hospital diagnostic departments. All these developments are warmly welcomed, 
as they enable the family doctor to improve his service to his patients, and will, 
in particular, allow him to pick out those patients who are in special need of 
supervision. 


59. It has been suggested to us that, as group practice develops, there will be a 
tendency for individual doctors to develop special clinical interests, one of which 
might be epilepsy. In these circumstances, it is argued that such a practitioner 
should undertake the care of all the patients with epilepsy in the practice. 
Against this is the argument that family doctors are by definition generalists 
and that such a move might lead to the creation of pseudo-specialists. We think 
that, if one doctor in the group had a special interest in epilepsy, no matter 
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whether he looked after all patients with epilepsy in the practice or was simply 
available to discuss problems with his colleagues, it would make the supervision 
of such cases much more effective. It is also to be expected that such a family 
doctor would have an important part to play in the hospital service. 


CONTINUING CARE—THE HOSPITAL SERVICE 


60. As the services detailed in paragraph 58 become available to the majority 
of family doctors, it is expected that most of the routine supervision of patients 
with epilepsy at present undertaken by hospital follow-up clinics could eventually 
be carried out by family doctors. Evidence has suggested that, at the present 
time, much of the work in such clinics is delegated to junior doctors, who change 
their jobs relatively frequently, and who have limited experience in the manage- 
ment of epilepsy. It is necessary to ensure that, in the future, patients who have 
to attend are seen by more experienced staff. Although the family doctor and 
his team will become increasingly involved in the follow-up of patients, from 
time to time he will still require consultant advice, and this will have to be 
provided by doctors with suitable expertise in the problems and management of 


epilepsy. 


61. After diagnosis and stabilisation some patients will require rehabilitation, 
and their needs in this respect should be considered by the team which carried 
out their initial assessment, in which case it would be functioning as a resettle- 
ment clinic, as described in H.M. (54) 89(16). Thereafter, patients with epilepsy 
should participate in the rehabilitation services provided for others, although 
some will require occupational assessment under special conditions and, once 
again, this subject will be considered in Chapter IV. 


62. The responsibilities of the Department of Employment and Productivity 
towards patients who are being rehabilitated will be discussed in Chapter VI. 
At this stage we should simply like once again to stress that people with epilepsy 
who require sheltered work or who need residential accommodation while 
they are in open or sheltered employment should be integrated into the services 
provided for other categories of handicapped persons (see paragraphs 154 and 
155 below). 


63. The needs of some other greatly handicapped patients with epilepsy will be 
best met in units appropriate to their primary handicap, physical or psychiatric, 
and they should be admitted on the same basis as others. 


EPILEPSY CLINICS 


64. The setting up at general hospitals of clinics for diabetics and the bringing 
into these clinics of such staff as dietitians and health visitors with special 
experience in diabetes have had the effect of raising standards of treatment, and it 
has been suggested that the establishment of analogous clinics for patients with 
epilepsy would have a similarly beneficial effect. Having a special clinic with a 
known time and location would also help those peripatetic patients who lose 
touch with their family doctors or do not stay long enough in one particular 
area to establish roots. 


65. There are two main objections which are sometimes raised in relation to 
epilepsy clinics, the first being based on the fear that the condition still carries 


PWE 3% 21 


a stigma. While people do not resent attending a diabetic or fracture clinic, they 
might object to attending a clinic which was designated as being specifically 
for the treatment of epilepsy. This we do not accept as a valid argument against 
them. On the contrary, we think that, provided an organisation of the type we 
describe in paragraph 52 is available to patients, the establishment of epilepsy 
clinics would bring clear advantages to them, and would in the long term serve 
to decrease rather than perpetuate the unjustified stigma which is still associated 
with epilepsy. 


66. The second objection is that epilepsy clinics, if established in isolation, 
would provide a second-rate service and would fail to attract staff of the requisite 
calibre. We agree that there is substance in this argument and, for that reason, 
we think that such clinics should form part of an appropriate department such 
as neurology, psychiatry or, in the case of children, paediatrics. Thus, for 
example, it would be simple to establish an epilepsy clinic within a neurological 
out-patient service by devoting a special session, or part of a session, to such 
patients. Only by doing so would it be practicable to assemble the team which is, 
in our view, so necessary for the assessment and care of many patients with 
epilepsy; and it is the team which must always be the primary consideration, 
with the clinic providing the setting in which it carries out much of its work. 


CONCLUSION 


67. We accordingly recommend that Regional Hospital Boards, in consultation 
with Boards of Governors, local authorities and general practitioners, should 
review arrangements for the diagnosis, assessment, treatment and continuing 
care of epilepsy, in the light of our suggestions contained in paragraphs 47 to 66, 
with a view to ensuring that comprehensive facilities are provided at hospitals 
which have neurological units and that adequate consultative arrangements 
are available at all district general hospitals or, where these do not yet exist, 
within general hospital groups. 


CONTINUING CARE—LOCAL AUTHORITY 


68. To a varying degree, people receiving medical treatment to control their 
epilepsy and parents of children with epilepsy have related problems for which 
they need help. They may have difficulty in finding a job, in obtaining suitable 
lodgings, or in taking a holiday. Their problems may be more intangible and 
may involve misunderstandings at school, difficulties in personal relationships 
or social isolation. They may not know what facilities are available or how to 
obtain them. They may first turn to their family doctor, but it would be unreason- 
able to expect him to have either the detailed knowledge or the time to deal 
with his patients’ socio-economic problems unaided. He should be able to 
refer such patients to the social work service of the local health or welfare 
department, where a social worker ought to be available to give them advice 
and support, and to direct them to the material facilities available locally from 
the Departments of Employment and Productivity and of Health and Social 
Security as well as to those available from the local authority’s own education, 
health and welfare services. 


69. Schemes made under Section 29 of the National Assistance Act, 1948, also 
empower local welfare authorities to provide help of various kinds to handi- 
capped people in their own homes, and a home help service is provided under 
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Section 29 of the National Health Service Act, 1946. Arrangements for promoting 
the welfare of people to whom Section 29 of the 1948 Act applies can be carried 
into effect only in accordance with schemes approved by the Secretary of State 
for Social Services. There are specific schemes for the blind, the partially-sighted 
and the deaf with and without speech, and a scheme for other persons substan- 
tially and permanently handicapped by illness, injury or congenital deformity 
(described as the “general classes”). The scheme for the general classes applies 
to people with epilepsy, and as the welfare services they require are of the kind 
described in the model scheme(!7), we do not think that there is any need for a 
special scheme for them. From every point of view, we think it best that they 
should be regarded as part of the larger group and have access to their facilities. 
We consider, however, that people whose primary disability is epilepsy should be 
separately identified within the general classes for statistical and research 
purposes. 


70. There is a tendency, especially among voluntary bodies providing services 
for local authorities on an agency basis, to exclude people with epilepsy from 
facilities for the handicapped. But it is the person with many fits who is most in 
need of day centres and clubs. Authorities and voluntary bodies who exclude 
them, or offer only segregated facilities, are helping to perpetuate the stigma to 
which we have already referred. In our view, people with epilepsy should be 
admitted to all the facilities provided for the physically handicapped, and the 
staff and voluntary workers concerned should be taught about the nature of 
epilepsy so that they can deal with fits when they occur and reassure others 
using the centres. It is clear from enquiries we have made that, when this is 
done, people with other handicaps show sympathy and tolerance towards those 
with epilepsy. 

71. Except for the small minority who are severely disabled by epilepsy or who 
have additional handicaps, the need of people with epilepsy for services and 
support is intermittent, and is greatest at crucial periods in their lives: at the 
onset of the disease, on starting and leaving school, at puberty, and on marriage. 
The special needs at these turning points are considered more fully in Chapter V. 
Local welfare departments are also responsible under Sections 21 and 26 of the 
National Assistance Act, 1948, for providing residential care and attention in 
appropriate cases, and this question is discussed at greater length in Chapter VII. 


72. We have already mentioned the need for social work support in connection 
both with treatment in hospital and care in the community. It is now recognised 
that the social implications of epilepsy are manifold and that the disability 
affects every area of life. Many of the problems of people with epilepsy may not 
be apparent. The person who develops the disease in adult life may need to 
change his job, and while at first glance it may seem that all that is necessary is 
vocational training, the circumstances can produce family tensions and diffi- 
culties which cannot be sorted out without expert assistance. In some families 
where a child has epilepsy, not only does he need treatment, but the parents and 
family may need much help to come to terms with the situation. The parents of 
an adolescent may find it difficult to distinguish between normal adolescent 
behaviour and personality difficulties arising from epilepsy; and the adolescent 
himself will need support while he accepts the limitations that his condition 
will inevitably place upon him. 

73. It is the primary responsibility of social workers to understand and help 
patients as individuals with emotional and social needs and with family and 
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community responsibilities. For this reason it is important for the assessment of 
most patients with epilepsy to be carried out with a social caseworker as an 
integral part of the multi-disciplinary team, and it is desirable that this should 
be a medical or psychiatric social worker drawn either from the hospital or 
from the local authority service. In either event this person will need to have a 
close liaison with local authority social workers and any others interested in the 
case in order that full information may be available to the team and so that any 
subsequent supportive care required may be provided and that the best use may 
be made of other social service facilities that are available. 


74. We note that there is increasing working contact between family doctors 
and social workers and welcome this development, which should ensure the 
closer co-ordination of medical and social services concerned with epilepsy. 
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CHAPTER III 
THE EPILEPTIC COLONIES 


75. The previous chapter described a suggested framework of care to provide 
for the medical and social needs of the vast majority of people with epilepsy. 
There still remains, nevertheless, a relatively small but disproportionately 
important group whose needs call, in our opinion, for the provision of more 
complex arrangements. Before discussing the subject, however, it is first of all 
necessary to discuss the rdles of the epileptic colonies. 


76. Under Sections 21 and 26 in Part III of the National Assistance Act, 1948, 
local authorities have a duty to provide, either directly or by arrangement with 
another local authority or a voluntary organisation, residential accommodation 
for persons who by reason of age, infirmity or other circumstances are in need 
of care and attention not otherwise available. This is usually described, epigram- 
matically if not euphoniously, as “Part III accommodation’’. In the case of 
people with epilepsy such residential accommodation may, but need not, be 
provided in the epileptic colonies, of which there are seven in England and 
Wales, as well as one smaller Home for women with epilepsy. There are also 
two long-stay hospitals for people with epilepsy which are in many respects 
similar to the colonies and can conveniently be considered in the same chapter. 


77. Between them, these colonies, Home and hospitals contain about 2,250 
effective places, and at the time of our enquiry 2,129 (95 per cent) were cccupied. 
It is interesting to note that 13 per cent of the residents of colonies were aged 
65 years and over, compared with 89 per cent of all residents in Part III accom- 
modation. Similarly, only 3 per cent were 75 years or over compared with 71 
per cent in Part III accommodation. Some 21 per cent were under 30 years 
but only 3 per cent were under 20 years. (See Appendix H). 


78. Two of the colonies and the small Home are run by local authorities, the 
remainder being the responsibility of voluntary bodies, although nearly all their 
places are taken up by local authorities. Of 3,123 people with epilepsy in Part III 
accommodation on 31st December, 1967, about 59 per cent were in the epileptic 
colonies or the small Home and 82 per cent of these were under 65 years of age. 


79. The two long-stay hospitals for people with epilepsy are the responsibility 
of the North East Metropolitan Regional Hospital Board, St. David’s being 
for men and St. Faith’s for women. The number of beds in them is being run 
down in order that they can be concentrated into one hospital, and at the time 
of our enquiry they contained 120 men and 155 women. The age balance was 
different from that in the colonies, 6 per cent of the patients being under 30 
years of age and 27 per cent over 65. 


80. Four of the colonies are large complexes with several houses in which men 
and women are accommodated separately, the number of places ranging from 
289 to 504. There is one colony for 100 men and women, again in separate 
buildings, and two colonies and a Home for women only, with 100, 78 and 43 
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places respectively. Most of them were built between 1888 and 1905. The two 
hospitals were established by the Metropolitan Asylums Board between 1910 
and 1920, and the seventh colony was built partly in 1956 and partly in 1961. 
Three of them include special schools within their complexes but the figures 
quoted above relate to adults only. They are mostly situated in rural areas and 
their geographical distribution is uneven. The two hospitals are in Greater 
London and now accept patients from the area of the North East Metropolitan 
Regional Hospital Board only, while the Home is in Surrey, from where most 
of its residents come. The colonies accept residents from most parts of the 
country but all are situated in South-East and North-West England, except 
for that in Leeds. 


ACCOMMODATION 


81. The sleeping accommodation in the older colonies was originally in large 
dormitories, baths and washbasins being in unscreened groups to facilitate 
supervision. Clothes were kept in lockers, generally outside the dormitories, 
and personal possessions in ditty boxes. Some of the colonies have made com- 
mendable attempts to convert the dormitories into individual cubicles or 
bedrooms with only a few beds, to give the residents a sense of privacy and a 
place where they can keep their clothes and display their possessions. In some 
colonies baths and washbasins have been screened. We did not hear of any 
difficulties in supervision caused by these improvements, but we found that the 
managers and staff of some establishments did not believe that residents with 
epilepsy could be looked after except in open dormitories and washrooms, and 
appeared to be insufficiently aware of the affront to the dignity of people spend- 
ing their lives in these conditions. It is desirable that the colonies should provide 
an atmosphere that encourages individual responsibility, furthers rehabilitation 
for normal life in the community and so reduces possible ill-effects of institutional 
life. We hope that with the formation, a few years ago, of the Joint Consultative 
Committee of the Epileptic Colonies to foster the interchange of ideas and 
co-operation between the colonies, those maintaining outdated forms of accom- 
modation will be convinced of the virtues of modernisation. 


82. Modernisation is, nevertheless, a formidable task for most of them. Their 
buildings, nearly all designed in the Victorian era, are expensive to convert to 
present-day standards, and there is no ready source of finance for the extensive 
alterations needed to bring them up to date. The local authority in which the 
colony is situated agrees the fee which all local authorities pay for the care of 
their residents. This normally covers only the running costs, although we were 
told that, in at least one colony, local authorities include a small levy per capita 
which is earmarked for modernisation of existing buildings. The pace of improve- 
ment has therefore inevitably been slow on account of the lack of funds, although 
some of this limited finance seems in certain cases to have to be spent on provid- 
ing medical services of a kind that ought to be available under the National 
Health Service. 


RESIDENTS 


83. Jones and Tillotson(!8) in a survey on the adult population in the colonies 
in 1962 showed that the precipitating problems that brought people with epilepsy 
into them were predominantly social. Whilst a considerable number of those at 
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present in colonies and other institutions were admitted before the present level 
of community services existed, from our visits we are sure that the categories 
of social problems outlined by Jones and Tillotson still account for the admission 
of some people and also keep others in the institutions. 


84. These problems were listed as being those of people:— 


(a) living alone, unable to care for themselves, deteriorating physically and 
mentally, and with no known relations; 


(b) admitted from some other type of residential accommodation after a 
long history of institutional care, with no known relatives and no 
fixed address; 


(c) admitted after the death of a supporting relative, and with no others 
available to assume responsibility for their care; 


(d) admitted from families with multiple problems; 
(e) with broken homes; 
(f) with unsuitable homes. 


In the climate of opinion today, the social services ought to be able to find a 
solution to such social problems within the community for most people with 
epilepsy. 

85. The colonies nowadays do not generally accept the mentally ill or severely 
subnormal and most of them exclude those with behaviour disorders. Few 
admit people with epilepsy accompanied by other handicaps, either because the 
buildings are unsuitable or because they are not staffed to cope with people who 
need assistance with their toilet or who are blind or have restricted mobility. 
There are, however, some such residents who were admitted to colonies at a 
time when their epilepsy debarred them from anywhere else. 


86. Despite the current selectivity of the criteria for admission only a minority 
of the residents had been referred to a consultant neurologist or had been fully 
investigated, although the medical directors of the colonies sometimes admitted 
cases for trial and assessment. Practice regarding interviews varied, possibly 
because of geographical difficulties. Some of the colonies found social case 
histories to be useful, and the value of these would no doubt have been increased 
if a social worker had been a member of the staff and had assisted in the selection 
procedure. We consider that in future nobody should be admitted to a colony 
without full assessment by the multi-disciplinary team referred to in paragraph 
os 


87. According to Jones and Tillotson(!8), 85:3 per cent of the people in the 
colonies at the time of their survey had epileptic attacks. No intelligence testing 
was carried out in this survey but from records “‘at least 61-4 per cent were of 
low intelligence, 31-7 per cent had severe physical disabilities, while an unknown 
proportion, probably about 20 per cent, had some degree of mental disturbance. 
These figures suggest a condition which might be called ‘epilepsy plus’. Patients 
evidently come into colonies not simply because they are epileptic, however 
severe the epileptic condition may be, but because they suffer from multiple 
handicaps, of which epilepsy is one’. They found that 164 per cent of the residents 
had been free from attacks for a year and 114 per cent for at least two years. 


88. We were informed in evidence that, apart from two colonies with very few 
who were free from attacks, there were substantial numbers, ranging from 10 
per cent to 21 per cent in the various establishments, who had not had fits for 
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at least three years and who were there only for social reasons. Surprisingly, this 
was the case for 20 per cent of the male patients in the National Health Service 
hospital. Some of these people are now too old, or have lived in the colony too 
long, to be transferred elsewhere. Probably very few of the remainder could be 
rehabilitated to live in the open community, but efforts should be made to 
transfer those who are willing to smaller Homes used by their local authority. 


89. Most of the colonies accept residents from any part of England and Wales, 
as did until recently the two hospitals. Some of the colonies are situated in 
remote areas with poor public transport. Consequently, a high proportion of © 
friends and families live too far away to visit regularly, and some residents lose 
touch completely with their home areas. It has been put to us that difficulty of 
access is not the main reason for lack of visitors, but it is evident from the 
figures quoted to us that it is a major factor (see Table 2). 


TABLE 2 


Percentage with friends 


or relatives living Percentage visited by 
within easy access friends or relatives 
Colony A (opened recently) All Men 85 
Women 81 
Men 50 
Colony B 6s } orien Cas 
| 
Colony C | 80 Women 60 
Colony D | 57 Men & 
/ Women 50 
Colony E 52 Men & 
Women 46 
Colony F About 50 Men & 
Women 
about 50 


It may well be that, when parents die or get too infirm for visiting, distance 
provides a convenient excuse for other relatives to drop the family obligation. 
Sixty or seventy years ago, before the advent of motor transport, it was probably 
as difficult to visit from 25 miles away as from 250, and anybody going into a 
residential Home had to be resigned to being cut off from his family. But 
nowadays, with easier communications, the therapeutic value of visitors and 
their function of keeping the residents in touch with the outside world are 
generally recognised, and there would be advantages in colonies co-ordinating 
their catchment areas so that relatives had a minimum distance to travel. Even 
so, some would have long, complicated and expensive journeys, although if 
sufficient residents came from a particular area it might be possible for the local 
authorities responsible for them to arrange special coach excursions at regular 
intervals. 
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STAFFING 


90. The degree of medical care available to residents varies. Three colonies 
have medical directors, two of whom were appointed comparatively recently 
because of their specialist experience and interest in epilepsy; one director has 
an electroencephalography department in the colony and the other has clinical 
sessions at a National Health Service hospital where he can examine his patients 
from the colony. Three of the colonies have regular visits from consultant 
neurologists and one of these also has a visiting consultant psychiatrist. In the 
remaining five institutions, including the two hospitals, consultant advice is 
sought as and when it is thought necessary by the visiting medical officer who 
attends to give general medical services. In one of them, however, the visiting 
medical officer is also medical officer to a rehabilitation unit of the Department 
of Employment and Productivity, a link which is potentially useful in rehabili- 
tating residents at the colony. 


91. Although most of the colony residents are sponsored by the local welfare 
authorities of the areas of their family homes, links with the services in these 
areas are generally thin, which is not surprising when it is remembered that many 
of the residents have been in the colony for 20 or 30 years. We noticed that one 
of the colonies which has recently developed a policy of short-term admissions 
for rehabilitation sends reports to the local welfare authority on its own initiative 
and also sends a report to the family doctor on discharge. We think this is an 
excellent idea and would like to see the practice extended. The two long-stay 
hospitals have even fewer links with the community since the local authorities 
are not concerned with their patients. 


92. Only one colony, and neither of the hospitals, has a social worker on its 
staff and, although social work support is occasionally available through the 
local authority or the hospital group, there is widespread lack of understanding 
of the kind of support social workers could give to people with epilepsy and of 
their place in a rehabilitation programme. Thus, where the referring agent has 
not made an assessment of the home conditions and the family situation of a 
candidate for admission, this should be carried out by a social worker; some of 
the residents and their families will need a considerable amount of continuing 
support; and if they are going to be successfully rehabilitated and discharged, 
it is essential that preparation should begin very early, with both the residents 
and their families. All this emphasises the need for the closest liaison with the 
local authorities’ social workers to ensure that the available resources in the 
community are used for the benefit of the patient. 


93. In all the establishments the staff who take care of the residents are headed 
by state registered nurses, with sometimes a few other qualified nurses in post. 
Under the trained nursing staff there is a large number of unqualified nursing 
attendants, who mostly receive some practical in-service training on the job. 
One colony, however, has a formal six months’ training programme on comple- 
tion of which it awards a certificate of proficiency and a salary increase; and it 
also happened to be the only colony without a recruitment problem. 


94. We were disappointed that few of the colonies and other establishments 
employed people with epilepsy on their staff. One establishment claimed that 
residents resent people with epilepsy on the staff. On the other hand, at least 
one hospital of national repute has set a useful example with a scheme for 
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employing people with epilepsy, and one of the largest colonies, having now 
recognised the virtue of example, is reviewing its policy of not employing people 
with epilepsy. 


OCCUPATION AND REHABILITATION 


95. The original concept of an epileptic colony was that of an almost self- 
contained rural community, divorced from the increasing mechanisation of 
industry, producing most of its own food and making many articles for its own 
use. When the colonies were established, this pattern of life may not have differed 
fundamentally from that of many people living in their own homes, but it now 
isolates the resident from the style of living outside the colony. Domestic work 
in the houses, the kitchens and the laundry still occupy a high proportion of the 
residents, particularly the women, though at least one colony segregates the 
sexes so thoroughly that it does not permit the women residents to clean the 
men’s houses. Farming and horticulture are now less popular, and perhaps less 
profitable, employments than they used to be. Some of the colonies have enabled 
the male residents to come to terms with machinery by teaching the boys and 
young men how to use it; joimery and metalware are made for sale, and some 
unskilled light assembly work is undertaken as outwork. 


96. There is little real vocational training even in the colonies most concerned 
with rehabilitation, and incentive payments are so small as to be derisory; 
at the time of our survey they varied from a minimum of Is. a week to maxima 
of 7s. 6d., 8s. or 13s. 6d., although we understand that one colony is now paying 
up to 30s. The Cohen Committee, in recommending that the rate for good work 
should be the economic rate for the work done, recognised that there might be 
legal impediments, but the colonies have not taken advantage of the maximum 
rate for pocket money payments that can be made without affecting the amount 
of supplementary benefit drawn, namely 40 shillings a week. We were surprised 
to learn that one of the hospitals for epilepsy was still giving cigarettes and tobacco 
as rewards for work. Any type of non-financial incentive is to be deprecated, and 
particularly one encouraging a habit which all authorities concerned with health 
are trying to eradicate. Three of the colonies and the small Home have, or intend 
to have, a few residents working outside while still enjoying the shelter of resi- 
dence in the colony, which serves as a kind of halfway house between institu- 
tional care and life in the normal community. We consider this a fruitful experi- 
ment, and commend its extension, even if it entails the provision of transport 
from colonies situated remotely from centres of employment. 


97. A few of the colonies have recently realised the scope for active rehabilitation, 
not only for those who can clearly be helped, in a short stay, to come to terms 
with their illness and work outside, but for those residents who can no longer 
hope to leave the colony. Present-day activities, including evening classes, outings 
and team matches, bring the colonists into contact with the world outside and 
give them opportunities for independent action in organising their own activities. 
Nevertheless, the protective réle of the colonies conflicts with the need to foster 
independence, and like parents faced with a similar conflict, some tend to be 
over-protective, exercising caution in letting the sexes mix and permitting 
residents to go out only in small groups rather than alone. One colony meets 
the latter problem by encouraging each resident to carry a card showing his 
or her name, address, condition and medication, and we regard this as a useful 
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measure. Holiday visits to families or to the seaside are encouraged but are not 
yet generally envisaged as part of a rehabilitation programme, and while most 
of the colonies and hospitals have some contact with the local Disablement 
Resettlement Officer, few have succeeded in organising a regular progression 
from colony to Industrial Rehabilitation Unit or training college for the disabled. 


98. It is evident that more residents could be discharged to the community if 
suitable living accommodation could be found. This is a very difficult problem, 
but where the services of a social worker are available to the colony or hospital, 
it should be easier to make suitable arrangements for accommodation and 
services on discharge. It is therefore important that the social workers of the 
welfare department of the referring authority should maintain close links with 
the colony and with the resident’s family to help facilitate his return. One colony 
does not discharge residents to take up employment away from their families 
unless the job offers residential accommodation, and this must be a very limiting 
condition. Most residents who have lived in an institution for many years need 
careful rehabilitation over a long period and they need to be introduced to the 
world outside by stages. 


THE FUTURE 


99. The epileptic colonies have, in the past, offered to certain people with 
epilepsy a home and a way of life that was more suitable than anything available 
to them elsewhere. They have provided skilled and devoted care, companionship, 
occupation, entertainment and security; very often a better life than the resident 
could have lived in his own family home had he had one. They entered on to the 
scene well before the welfare services started to provide accommodation specifi- 
cally for handicapped people, and their standards of care were such that the 
local welfare authorities have tended to regard people with epilepsy as already 
well catered for by the existence of the colonies. Some of the colonies in recent 
times have been giving more thought and attention to rehabilitation in an effort 
to return patients to the community. This is an encouraging sign and in some 
respects they are anticipating a suggestion which we will make in the next 
chapter. In the main, however, the colonies provide a medium and long-stay 
sheltered environment for people with epilepsy. 


100. The future of the colonies must now be considered. In the recent past 
there have been advances in knowledge about the causes of epilepsy, with a 
consequential increase in the scope for primary prevention. In addition, the 
advent of more advanced methods of diagnosis, of new anticonvulsant and 
tranquilliser drugs, and of neurosurgical techniques have all helped to improve 
the prognosis for the patient with epilepsy. It is reasonable to assume that these 
trends will continue, with a consequent reduction in the numbers of those who 
will require long-term care of the type available in epileptic colonies. 


101. We have noted the recent development in some of the colonies of rehabili- 
tation facilities and, if successful, these will again decrease the number of people 
who will require long-term residential care. Similarly, if our suggestions for the 
development of more adequate facilities for the initial assessment of persons 
with epilepsy are implemented, we think that they should have a similar effect. 


102. Furthermore, it is now realised that admitting people to any institution for 
long-term care has the effect of making them increasingly dependent rather 
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than of preserving their individuality and, where residential facilities are required, 
accommodation limited to smaller numbers is nowadays regarded as more 
satisfactory. It was estimated that in 1966 there were about 400 admissions to 
the colonies from 175 local authorities. This means an average of only 2:3 a 
year per authority, a very small number compared with the total of people in 
residential care. Most elderly people with epilepsy who require such accom- 
modation will, in future, be looked after in local authority old persons’ Homes, 
while many of the younger ones with similar needs will be able to live in the 
small, purpose-built Homes for the handicapped which are gradually being 
provided by local authorities. Thus there is a further ground for predicting that 
there will be a decreasing demand for the type of facilities at present generally 
available in epileptic colonies. 


103. It is therefore against this background that we must look at the future of 
the colonies. Throughout their history of nearly 100 years they have satisfied 
a very important need and have served their residents and the community well. 
If, however, the present pattern of services for people with epilepsy continues 
we shall be perpetuating the myth that these people are “‘different’’. It should 
be remembered that, despite changing policies in some, the colonies still contain 
a very wide range of people who, although all labelled “‘epileptic”’, have diverse 
social and medical needs. 


104. There remains, however, the problem of the present residents, most of 
whom have been in colonies for many years. Some should, after intensive social 
rehabilitation and the provision of hostels or private lodgings, be able to return 
to the community, but the majority will probably need to remain for the rest of 
their lives in the colonies which have become their homes. We therefore foresee 
its taking twenty years or more before the need for this type of Part III accom- 
modation has completely disappeared, and even after modern assessment and 
treatment there will doubtless remain a small group of individuals who for 
various reasons will not be suitable for care by the community services. 


32 


CHAPTER IV 
SPECIAL CENTRES 


105. Having thus described the colonies and kindred institutions and explained 
our feelings about them, we must now consider the needs of the relatively small 
but important number of people with epilepsy whom we mentioned at the 
beginning of the previous chapter. They will include those whose fits have not 
been effectively controlled (some of whom are at present in the epileptic colonies) 
and also those who require medical supervision under everyday living conditions 
or in a work setting. These people will need not only the specialised services of 
the neurological and neurosurgical units but medium or long-term residential 
care under special conditions. As there is no means of providing for these needs 
within the present pattern of services, we recommend the designation of special 
centres for the purpose. We must, however, make it clear that those whose 
primary disability is mental disorder or severe physical handicap should receive 
care within the general arrangements for these groups rather than at the special 
centres for epilepsy which we will now describe. 


COMPONENTS 


106. A special centre should have two components, the first being a hospital 
neurological and neurosurgical unit which would, in accordance with the general 
pattern which we have described in Chapter II, provide all necessary facilities 
for diagnosis, assessment and treatment. The second component would be a 
residential unit to which appropriate people with epilepsy could be admitted for 
a period of residential care. We want to stress that people should be admitted 
to these residential units only after they have undergone full assessment by the 
team at the associated hospital unit, as otherwise there is a great danger that 
the residential units would come to be used simply as convenient places to 
accommodate people whose needs varied and whose only common feature was 
the occurrence of epilepsy. 


ASSESSMENT AND REHABILITATION 


107. Those admitted to the residential unit would continue to receive careful 
medical supervision while being assessed in order to determine their fitness to 
return to the community and to enter sheltered or open employment. People 
with epilepsy sometimes have substantial difficulty in returning to work, because 
the initial stress of doing so can lead to an increase or recurrence of fits; and we 
received evidence that others are sent on rehabilitation courses whilst poorly 
controlled or, alternatively, when so heavily sedated as to be unable to benefit 
from the courses. The establishment of special centres within which medical, 
occupational and social work skills could simultaneously be brought to bear on 
the needs of the individual should go far to overcome such difficulties. 
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ORGANISATION 


108. Ideally, a special centre should be purpose-built and its residential and 
workshop premises should be situated in close proximity to its neurological 
unit. If, in the future, hospital workshop facilities are expanded to meet the 
rehabilitative needs of other groups of the handicapped, those with epilepsy 
should be integrated into this service. In the meantime, having regard to the 
importance of early experimentation in order to determine the need and scope 
for special centres, we think that they should be established by using a combina- 
tion of existing facilities, depending upon local circumstances and with links 
and patterns which would vary from place to place. Thus, a neurological unit 
might conveniently be linked with suitable residential or workshop facilities 
supplied by an epileptic colony, a psychiatric unit, an industrial rehabilitation 
unit, a local authority or a voluntary body. 


109. It would be essential to ensure, under any ad hoc arrangement, that the 
facilities in the residential and rehabilitative components of the special centre 
were appropriate to their tasks. Thus, in the case of one of the present epileptic 
colonies or hospitals, it would be necessary to arrange for the needs of those 
admitted for assessment and rehabilitation to be met separately from those for 
residents who had spent many years in them and who remained there purely 
for the traditional type of residential care. They would be admitted only after 
assessment by a full team, and living and working conditions would have to be 
in keeping with the desire to rehabilitate them medically, socially and occupa- 
tionally. 


110. If any elements of the existing colonies become parts of the special units, 
consideration would also have to be given to certain financial matters. Colonies 
are at present classified as Part III accommodation and, as such, are financed 
from fees paid by local authorities. In our opinion the financial responsibility 
for patients undergoing assessment and rehabilitation in special units should 
be that of the hospital service, and if this is accepted any colony concerned might 
be willing to broaden its management committee to include representatives 
from the Regional Hospital Boards. 


111. The special unit would have to be of sufficient size to make it economical, 
and it is difficult to be sure how many would be required. From experience of 
this work in Holland it is suggested that, as a first step, some five or six such 
centres should be established in England and Wales, although a proper estimate 
of the need for them will be possible only when a full and effective initial and 
continuing assessment service has been developed. 


OTHER FUNCTIONS 


112. In addition to those which have already been described, the special centres 
could also assume other rdles. They should be a focal point for research, possibly 
linked with appropriate university departments: they should have facilities for 
those with severe epilepsy whose fits cannot be effectively controlled and who 
require long-term accommodation primarily on that account, although this 
accommodation should be in a separate part of the residential unit; they should 
undertake teaching, during both basic and post-qualification training, for all 
types of medical, nursing and social work staff involved in the care of people 
with epilepsy; and they should act as catalysts in raising the standard of care 
and interest throughout the area which they serve. 
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113. It is apparent from the evidence that there is need for a greater appreciation 
of the problems of epilepsy at all levels of training. The multi-disciplinary team 
at the special centre, working in co-operation with their colleagues at district 
general hospital level, should be responsible not merely for the continuing 
education of staff of hospitals and centre, but also for arranging suitable sessions 
for other key groups in the community, including teachers, Disablement 
Resettlement Officers and Youth Employment Officers, and for all levels of 
industrial management. 


114, The special centre should be staffed adequately on the medical, nursing, 
social work and occupational sides, the first two of these groups being concen- 
trated mainly in its constituent neurological unit. There should be opportunities 
for the exchange of staff between different parts of the centre, as well as between 
the centre and the district general hospital and local authorities which it serves. 


115. The particular requirements of children at the special centre level will be 
discussed in Chapter V. 


CONCLUSION 


116. We therefore consider that Regional Hospital Boards should immediately 
review the facilities within their regions, in consultation with Boards of Gover- 
nors, local authorities, voluntary bodies concerned with running colonies and 
industrial training facilities, the Department of Employment and Productivity 
and the Department of Health and Social Security, with a view to setting up 
five or six units placed so as to serve between them the whole of England and 
Wales. 
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CHAPTER V 
NEEDS AT DIFFERENT AGES 


CHILDHOOD 


117. In the past there have been variations in estimates of the prevalence of 
epilepsy in children of school age according to the definitions of the disease 
adopted in different surveys, but three studies reported in recent years are more 
consistent in their findings. In these surveys a child was considered to have 
epilepsy if he had had a seizure within one year prior to the enquiry or examina- 
tion (Cooper(’) and Tizard et al(8)), or two years (Pond et al(4)); or if he had 
been on regular anticonvulsant therapy during these periods (Pond et al(4),(5), 
Tizard et al(8)). 


118. The evidence from these studies indicates that the prevalence of epilepsy 
in schoolchildren is in the order of 8 per thousand, On this basis, there must 
be almost 60,000 schoolchildren in the country who are subject to epilepsy, the 
inception rate of new cases being between 2 and 4 per thousand per annum. 


119. In the 1964/5 report of the Chief Medical Officer of the Department of 
Education and Science(!9), 3,330 children out of 2,110,143 medically inspected 
were reported as requiring treatment for epilepsy and a further 5,502 as needing 
observation because of that disease, a total incidence of about 4 per 1,000. This 
suggests that little more than 50 per cent of children with epilepsy are known 
to the school health authorities. In 1967 there were 635 children, out of a total 
school population of some 7:14 million, in, or on the waiting list for, the six 
special schools which provide education for children with epilepsy and which 
together then had 652 places. 


120. The policy of the Department of Education and Science regarding the 
educational placement of any handicapped pupil is that he should be placed 
wherever he has the best opportunity of developing his resources to the fullest 
extent, and, for the most part, this is in an ordinary school. The Cohen Committee 
likewise recommended that children with epilepsy should, as far as possible, 
be educated in ordinary schools, and this recommendation is clearly being 
carried out. They also recommended that the general practitioner should inform 
the school medical officer of any child with epilepsy who is about to attain 
school age and who is to attend an ordinary school, but as only about half the 
schoolchildren with epilepsy are known to the school health authorities it is 
apparent that this recommendation is not being fully implemented. 


121. Recent work has shown that learning difficulties of one kind or another 
are common in children with epilepsy. Some of these are due to the underlying 
brain damage, and some to heavy medication, although the latter is a factor 
overestimated by many teachers and parents. Some are probably related to 
sub-clinical discharges, not showing in overt seizures but affecting mental 
processes; only occasionally are these observable in routine electroencephalo- 
graphy studies, and special methods are needed for their demonstration. 
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122. Cooper(’) found that amongst eight-year-old children with epilepsy there 
was an excess in the group classified as average and below average in performance 
at school, although such children appeared to catch up by the time they reached 
the age group 11-15. The excess in earlier years was attributed to the fact that 
there was an excess of maladjusted children in the group in question. Among 
the nine- to twelve-year-old children in the Tizard et al survey(8), 25 per cent 
were found to be more than 28 months retarded in reading (skill and compre- 
hension) compared with 4 per cent in the general population in this age group. 
There is therefore evidence that children with epilepsy are vulnerable medically, 
educationally and socially, and there is need for further research into the 
subject. In the meantime, every effort should be made to persuade parents and 
family doctors that it is very much in the child’s interest that the school health 
service should be made aware that he is in need of careful observation because 
he has epilepsy. 


123. We have already described, in Chapter II, the basic framework within 
which we think that care should be supplied for people with epilepsy, and these 
general principles are, of course, applicable to all age groups. The idea of 
assessment by a team at the district general hospital level, followed where need 
be by reference to the more specialised services at the appropriate neurological 
unit, is in keeping with the two-tier structure recommended by the report of the 
Sheldon Working Party on Comprehensive Assessment Centres for Handicapped 
Children(2°). 


124. In the case of epilepsy in childhood, the complexity of the problems facing 
parents and children alike makes it impossible for any one discipline to deal 
adequately with all of them, and a team approach is essential. The basic team 
which we have described in Chapter II should, in the case of schoolchildren, 
be further strengthened by a suitably experienced school medical officer and by an 
educational psychologist, whilst teachers, education welfare officers and youth 
employment officers might also be invited to make their contributions in approp- 
riate cases. Communications will, as usual, be of supreme importance, and it 
will be essential to ensure that no conflicting advice is given to parents or 
teachers of children with epilepsy. The school medical officer, health visitor or 
social worker has a particular part to play in explaining the child’s condition 
to schoolteachers and in ensuring that the correct balance is struck at school 
between over-protection and exposing the child to unjustified risks; and in the 
case of each child there should be a clear understanding as to whose responsi- 
bility it will be to accomplish this task. Principal school medical officers should 
also ensure that children with epilepsy are kept under continuing review in 
order that they may be reclassified if they cease to have the condition, as 
otherwise unnecessary restrictions may inadvertently be suggested when the 
stage of vocational guidance is reached. 


125. Just as it was considered that certain adults with epilepsy could best be 
stabilised in a work setting, so there is need for some children to be treated in a 
school setting. There are at present six schools which cater for children with 
epilepsy. Approximately half of the children admitted to them stay for less 
than two years, and we were told that two of the schools are contemplating the 
admission of children for even shorter periods. We think that as the services 
develop along the lines that have been indicated, there will be a greater need for 
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short-stay admission for assessment and stabilisation, and that these schools 
will have to become closely associated with neurological units so as to constitute 
special centres for children with epilepsy. 


126. The special schools afford an opportunity of studying some of the problems 
associated with epilepsy. A history of recent, recurrent or severe and uncon- 
trolled fits is found in all children admitted to these schools, but epilepsy is 
seldom the sole reason for admission and often it is not the most urgent one. 
To a varying extent educational subnormality, adverse social factors and behav- 
iour disorders are important features contributing to the need for admission. 
Whether the disturbed behaviour is due to organic factors, of which the fits 
are but another manifestation, or to emotional disturbance relating to problems 
of development and management at home or in the school, such behaviour is 
often the most significant single factor leading to a situation in which a child 
with epilepsy has to be excluded from the ordinary school. 


127. Where children with epilepsy have had comprehensive psychological 
testing as many as one-third have been found to have perceptive-motor diffi- 
culties which can be a considerable handicap in learning to read or write 
(Gastaut(2!)). During 1963 and 1964 the children attending Lingfield Hospital 
School, who comprised approximately half the special school population, were 
subjected to intensive physical and psychiatric investigations by Dunlop(2), 
a medical officer at the school, and Richman(23). These showed that 54 per cent 
of the children had neurological abnormality indicating some measure of brain 
injury or dysfunction; and in 10 per cent this was a marked hemiplegia. Four 
of the 360 children examined had spatial and reading difficulties. Two out of 
5 Lingfield children had slowness or clumsiness sufficient to interfere with their 
work. Speech defects were found in 25 per cent of the children; 11 per cent had 
defective vision; and 4 per cent had hearing loss which was severe in 3 children. 
In the school as a whole it was estimated that 48 per cent were psychologically 
disturbed, and when the study was extended in 1963 to cover 98 new admissions, 
64 per cent had shown evidence of psychologically disturbed behaviour before 
admission. 


128. Approximately 60 per cent of children admitted to special schools for 
epilepsy since 1960 had their first fit before the age of five; one-third started 
having epilepsy between the ages of five and ten; and only 5 per cent had their 
first fit after reaching secondary school age. Of those children in special schools 
whose first fits occurred before the age of five, 31 per cent were in the special 
school by the age of six, and 73 per cent by the age of ten. Almost half the 
children whose first fit occurred between the ages of five and ten were admitted 
while still of primary school age. One-quarter of the children who were already 
13 years old by the time they were admitted to the special schools had developed 
epilepsy after the age of eleven. 


129. Doctors in all the special schools have, at one time or another, commented 
on the number of children admitted without having been fully investigated 
prior to application for admission. It is similarly the experience of many school 
doctors that some pupils with epilepsy have not been referred to a consultant 
for investigation. In the report of the College of General Practitioners(®) on the 
results of a survey of epilepsy in general practice during the years 1957/8, only 
45 per cent of the patients who experienced their first fit during the survey year 
were referred for consultant advice. It was thought that many of those not so 
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referred were probably children who had had febrile convulsions, children aged 
one to four representing 43 per cent of the 182 patients. However, only a little 
more than half of the patients who first experienced other kinds of seizures 
during the survey year were seen by consultants. Pond et al(5) estimated that 
about a quarter of the 282 patients of all ages in his survey of 14 general practices 
had not attended hospital, either as out-patients or in-patients, on account of 
their epilepsy. 


130. The Cohen Committee recommended that the decision to send a child 
with epilepsy to a special school should be taken only after an assessment at a 
hospital diagnostic clinic. We agree that all children should be fully investigated 
along the lines we have described before they are considered for admission to a 
special school. Indeed, from the evidence it is apparent that if the full range of 
medical, social and educational facilities that we have indicated were available 
from the onset of the condition, even fewer than the present very small number 
of children would require long-term placement in special schools. 


131. The need to co-ordinate the local authority services for handicapped 
children has been recognised by the government departments concerned, and 
joint advice is contained in Ministry of Health Circular 7/66 (Department of 
Education and Science Circular 9/66)(24). We agree with the advice given, 
especially in paragraphs 5 to 8, which are set out in Appendix E. 


ADOLESCENCE 


132. Many of the problems which the child with epilepsy faces at adolescence 
will be common to all adolescents, whether or not they are handicapped. 
However, from the evidence it is apparent that puberty and leaving school are, 
for children with epilepsy, two periods of particular stress which may require 
careful handling. We therefore think that all cases should be carefully reviewed 
two years before the child leaves school. We expect that, as the integration of 
services for the handicapped child proceeds, the Youth Employment Officer 
will increasingly become a member of the team concerned with the child’s 
continuing assessment and this, we believe, should lead to a fuller exchange of 
information so that timely vocational guidance can be given both to the child 
and to his parents. We again draw attention to the importance of the recom- 
mendations in the circular referred to in paragraph 131 regarding the continuing 
role of the social worker and the need for the responsibility for co-ordinating 
the services to be clearly allocated. This is also a stage when consideration 
should again be given to reclassifying those who have ceased to have the 
condition of epilepsy. 


133. We believe that the child should be told about his condition and encouraged 
to understand not only the limitations it may impose on his everyday life or 
on his future employment, but also his capability to participate in normal 
living. When he should be told will depend on his maturity and this is obviously 
a decision for those who have clinical responsibility for him. However, we think 
he should always be made fully aware of his personal situation before he leaves 
school. | | 


134. Services for further education, vocational training and rehabilitation exist. 
The main gap appears to be that, in the past, there has not been a proper assess- 
ment of need. The joint circular by the Ministry of Health and the Department 
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of Education and Science was the first step. The implementation of its recom- 
mendations, coupled with the establishment of assessment centres, should 
remedy this defect. 


ADULT LIFE 


135. The onset of epilepsy after a person has become settled in employment 
and marriage can cause a major upheaval. It may mean a change of employ- 
ment, with possible economic loss, and will at least temporarily debar him from 
holding a driving licence. Not only may he need vocational training but he, 
his wife and his family will require support, possibly for a long period, until 
they are able to make the necessary adjustments. For this reason we think it 
important that social work support should be available as soon as the medical 
diagnosis is confirmed. 


136. Many people with epilepsy, and their prospective spouses, are worried 
about the possibility of the epilepsy being transmitted to their offspring. Also, 
the parents of a child with epilepsy are often concerned about the possibility 
of the condition occurring in subsequent offspring. In some cases epilepsy is a 
symptom of some other underlying genetically determined condition and the 
prevention of epilepsy lies in the prevention of that condition, but in the majority 
of cases epilepsy is not genetically determined. Most of those who seek advice 
will approach their family doctors in the first instance. Arrangements for 
specialist genetic counselling may be made as described in paragraph 33. 


137. Many women with epilepsy live normal, or nearly normal, lives as wives 
and mothers. However, it must be appreciated that the mother with epilepsy 
who has a young baby may have some difficulty in coping with the situation. 
The social services should be aware that she is at risk and where necessary 
she should have the assistance of a home help and her children should be given 
priority in a day nursery, nursery class or play group. Similarly, the mother who 
has a child with severe epilepsy may require to be included in the priority group 
for a home help. 


138. We were surprised to learn that certain voluntary homes for unmarried 
mothers will not accept girls with epilepsy. We deplore this attitude and urge 
that these girls should not automatically be debarred from such services. 


OLD AGE 


139. Elderly people who develop epilepsy as a complication of some other 
condition, for example a cerebro-vascular accident or senile dementia, should 
receive treatment and care in the light of the primary condition. 


140. People with epilepsy who become elderly and who have lived.all their 
lives in the community should be catered for within the framework of the normal 
services for the elderly. If they become too feeble to remain at home, they 
should be admitted to a welfare home run by the local authority, or where 
appropriate to a geriatric unit, rather than to an epileptic colony. 


141. On the other hand, most of the elderly residents in the colonies have been 
there for many years and in such cases the colonies have become the only real 
homes they know. They often have no families or have been rejected by them 
and it would be wrong to recommend that they should be moved from the 
colonies. 
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CHAPTER VI 
EMPLOYMENT 


142. For people with epilepsy, as for most of the disabled, useful occupation 
is of paramount importance. Now that gainful employment is customary for all 
men, for single and widowed women, and often for married women, it deter- 
mines the way of life, social and financial status, and the rdle in society; and it 
is a source of personal satisfaction, of social companionship, of esteem, of 
discipline and of purpose. Consequently, although we were not concerned 
directly with the employment services, we found that work was at the centre of 
the vicious circle of frustration for some people with epilepsy. Because of their 
condition they were either unable to find a job or had to accept work which did 
not use their full intellectual powers or other capacities. This caused frustration, 
which in turn aggravated the disability and thus tended to confirm their real or 
supposed unfitness for the desired employment. The situation of the person 
with epilepsy is particular poignant because, for most of the time, his capacity 
for work may be no different from that of anyone else and the restrictions on his 
employment are often on account merely of the possibility of his having a 
seizure. 


143. The Department of Employment and Productivity is responsible for the 
services for vocational advice, training, industrial rehabilitation, and placement 
in sheltered or open employment. Comments on the services themselves in the 
evidence we have received have been brought to the attention of the Depart- 
ment. 


144, Epilepsy is a disabling condition to which special attention has been given 
by the employment services. People suffering from it may register as disabled 
persons under the Disabled Persons (Employment) Acts, 1944 and 1958, so long 
as they satisfy the conditions of eligibility. The two principal conditions are that 
an applicant (i) must be substantially handicapped on account of injury, disease 
or congenital deformity in obtaining or keeping employment or work on his own 
account suited to his age, qualifications and experience, and that the disable- 
ment is likely to last for 12 months or more; and (ii) desires to engage in some 
form of remunerative employment or work on his own account, and that he 
has a reasonable prospect of obtaining and keeping some form of such employ- 
ment or work on his own account. Each year some 500 people with epilepsy enter 
industrial rehabilitation units of the Department of Employment and Product- 
ivity; and training in a skilled occupation under the Department’s vocational 
training scheme is also available to suitable applicants. Some of these courses are 
provided at residential establishments. People with epilepsy who are on the 
register of disabled persons and are so severely disabled as to be unlikely to 
obtain ordinary employment may be considered for training or work under 
sheltered conditions in a Remploy factory or other sheltered workshop. 


145. Although it has been estimated that there are at least 91,000 people with 
epilepsy in the working population, only about 19,000 registered disabled persons 
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are recorded as having epilepsy as their major or only disability. This low 
figure supports the view that there is reluctance on the part of people with 
epilepsy to disclose their disability. Many will play safe, by making no attempt 
to progress from a job where they have been accepted, and so do not need the 
employment services, while others seeking open employment may fear that 
disclosure of their disability would bring disadvantages counterbalancing the 
advantages of registration, which lie mainly in the compulsory quota of disabled 
that firms must employ. Nevertheless, since 1955 there has been a rise of some 
3,800 in the number of people with epilepsy registering as disabled and the pro- 
portion of such people on the register has also risen. This may be an indication 
that public education about the disability is slowly having its effect and that more 
people are accepting the need to be open about it. Unemployment among those 
registered as disabled by epilepsy is high: in April, 1968, a total of 2,881 were 
unemployed, 709 of them being regarded as capable of work only under sheltered 
conditions. 


146. The National Advisory Council on the Employment of the Disabled has 
given special consideration to the employment problems of people with epilepsy. 
Apart from sponsoring the leaflet we have already mentioned in paragraph 41 as 
part of a general attempt to combat prejudice, they have stressed the importance 
of an accurate medical assessment on which to estimate capacity for work and 
significant limitations, and of medical guidance given to patients with epilepsy 
being up to date. We strongly support these recommendations but there is 
unfortunately no opportunity for the assessment to be made under working 
conditions, although at a later stage Industrial Rehabilitation Units simulate 
the working environment and provide some measure of working performance 
over a limited period. As we have already noted, people with epilepsy sometimes 
attend training courses so heavily sedated that they are virtually untrainable, 
and in some cases this is due to the fact that they do not seek or receive medical 
advice sufficiently regularly for their drug regimes to be reassessed. The Disable- 
ment Resettlement Officers and medical officers at Industrial Rehabilitation 
Units can in some circumstances secure a review of the drug dosage but, as we 
see it, the primary duty lies on the patient’s medical advisers to recognise the 
value of furnishing the fullest information in connection with employment, and 
of reconciling sedation with capacity for work. There may also be scope for 
reviewing in the light of present medical knowledge the practice of limiting the 
employment of people with epilepsy on moving machinery. It has been suggested 
that it might be better to risk the occasional fit than to restrict a man’s capacity 
by over-sedation, and though we should hesitate to recommend this course 
while prejudice remains strong, it is a point of view that cannot be dismissed 
out of hand. 


147. In April, 1968, there were about 800 people with epilepsy in sheltered 
employment, approximately 650 of them being in the 76 Remploy factories. 
Apart from other sheltered workshops, such employment has been made avail- 
able for people with epilepsy by at least two local authorities through special 
schemes of work in municipal parks and gardens. 


148. We were anxious to identify ways in which the local health and welfare 
services might help a person with epilepsy with his employment difficulties. 
Apart from the medical considerations we have already mentioned, there is the 
problem of living accommodation away from home, the lack of which restricts 
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the opportunities for people with epilepsy to follow a vocational or industrial 
rehabilitation course as well as their choice of job. This is dealt with more fully 
in Chapter VII. Other difficulties, such as the employer’s fear of accident 
liability and the possible restricting effect of superannuation schemes, are outside 
the scope of the local health and welfare authorities, though we believe that here 
again the solution is to educate employers so that they realise that objections 
on these scores are not justified. Some notes on these subjects are included in 
Appendix F. Skilled social work counselling may help someone with epilepsy 
who is looking for a job to take a realistic view of his prospects and to present 
his disability to a prospective employer in an acceptable way. An enquiry made 
for us by the Department of Employment and Productivity indicated that 
Disablement Resettlement Officers referred cases to social work departments 
very largely when there was a material need, and were apparently insufficiently 
aware of the contribution social work could make to more intangible problems. 
We consider that Disablement Resettlement Officers should receive more specific 
instruction in the functions of social workers and the contribution they can 
make towards solving employment problems. 


149. We also wondered whether there was any gap that needed to be bridged 
between the medical and local authority social services on the one hand and the 
employment services on the other. One hiatus in the system exists between the 
protected atmosphere of home or school, in which an adolescent with epilepsy 
may grow up socially immature, and the vocational and industrial rehabilitation 
services which are intended to prepare for employment people who have already 
achieved social maturity. To some extent the socially immature young person 
attending one of the residential training colleges is helped by being in a com- 
munity which includes many different individuals with varying problems and 
where independence of attitude is encouraged although a good deal of super- 
vision is provided. One such training college has had considerable success in 
training people with severe epilepsy for a number of occupations; nevertheless, 
the problem of social immaturity exists and it seems to us that the prime responsi- 
bility for bridging the gap lies with the education service. It has been pointed 
out to us that when people with epilepsy are enabled to enter skilled trades and 
professions, they dispel some of the stigma that attaches to people with the 
disease by associating them only with poorly paid or unskilled work. 


150. There is no easy transition from life in an institution or at home, with no 
set occupation except what may be offered at a day centre or in a colony, to full- 
time employment, whether sheltered or open. For some people with epilepsy, 
the early morning is the most difficult part of the day, and opportunities for a 
short working day with a late start might remove the risk of regression resulting 
from the sudden stress of full-time employment. We have been told that the 
industrial rehabilitation units and sheltered workshops can cater only for 
people who are capable of regular full-time work and that since their objective 
is to get people directly into open industry they do not cater for part-time 
employment. If this is so, we can see no complete answer within the present 
health and welfare services, although as day centres for the handicapped develop 
and take in outwork on a near-industrial basis, they may enable people with 
epilepsy to get the feel of a situation progressively approaching that of open 
industry. We assume that in future the majority of these people will have 
received full assessment including, where need be, a period at one of the special 
centres described in Chapter IV. 
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151. Whatever improvements may come about, it is nevertheless likely that there 
will be people with epilepsy living in the community who, either because of the 
seriousness of their illness or because of associated personality problems, may be 
unable to follow gainful employment, and there will also be people capable of 
working who are unemployed from time to time. The former, as well as those 
for whom a higher level of rehabilitation may be possible, should, apart from 
any facilities available from the Department of Employment and Productivity, 
have access to local authority day centres for the physically handicapped from 
where some may progress to sheltered or open employment in industry, and 
while at the centres they should be given the opportunity of engaging in some 
purposeful occupation from which they can have the additional satisfaction of 
earning at least some money. The person who is capable of work but unem- 
ployed may well deteriorate if he is not given occupation and support; such 
support is another aspect of the social worker’s contribution that ought to be 
better known to the Disablement Resettlement Officers. 


152. Information about the success of rehabilitation for employment is not at 
present always referred back to the medical authorities who started the process, 
and without it they cannot assess the value of their treatment. The special 
centres mentioned in Chapter IV can be expected to make a study of the approach 
to rehabilitation in difficult cases, and we consider that it would help them as 
well as the hospital authorities and general practitioners dealing with the 
majority of patients with epilepsy, if managers of Industrial Rehabilitation Units 
and directors of training colleges reported back to the hospital or general practi- 
tioner referring them on the success of the training and whether the trainee had 
been able to secure and keep an appropriate job. 


CHAPTER VII 
ACCOMMODATION 


153. Accommodation and employment are the two essentials for living that 
present the greatest difficulty among people with epilepsy, and the second is 
often dependent on the existence of the first. For those who can live in their 
family homes, whether with a spouse, with parents or with other relatives, 
accommodation rarely presents difficulties, but a high proportion with special 
problems are single, and sooner or later find themselves without a family home 
or having to live away from it in order to take up suitable employment. Many 
landladies, hostels and residential establishments will not take anybody with 
epilepsy irrespective of his condition; some wardens and landladies turn out 
lodgers who have withheld information about their condition as soon as they 
have an attack, which may well have been a rare occurrence brought on by the 
change of surroundings. Without doubt there are a number of people with 
epilepsy in the colonies, in long-stay hospitals and in reception centres who could 
lead reasonable working lives if suitable homes could be found for them in the 
community. It is desirable that public and voluntary bodies providing hostel 
accommodation, whether for workers in general or for the handicapped, should 
reconsider their attitude towards the acceptance of people with epilepsy. We 
- see no reason why they should not look at each applicant on his merits and if 
necessary accept guidance from a medical practitioner or social worker. 


154. We doubt whether there would ever be enough single workers with epilepsy 
in a particular area to warrant the opening of a special hostel for them, and we 
understand that the hostel opened in 1962 in Glasgow by the Church of Scotland 
for 17 men with epilepsy could not be filled without taking in people with other 
handicaps. It was intended as a “halfway house’? for young men coming to 
Glasgow from a distance to seek employment, and some of those who started 
there subsequently moved on to lodgings or boarding houses. In any event, to 
prevent social isolation and to foster wider understanding of the condition, it 
would be better for those who require it on account of epilepsy to be admitted 
to hostels and Homes for the physically handicapped, or in appropriate cases 
to hostels for the mentally ill. As the plans of local authorities for these Homes 
materialise, a few places may become available in each of them for people with 
epilepsy. This would go a long way towards meeting the requirements in most 
areas. 


155. There is, in general, no need for special major architectural features in 
accommodation for people with epilepsy, and private lodgings would probably 
offer a suitable home for many of them if the sympathy and understanding of 
potential landladies could be enlisted. Local authorities have had some success 
in doing so when exercising their powers under Section 6 of the Mental Health 
Act, 1959 (now repealed and substantially re-enacted in Section 12 of the Health 
Services and Public Health Act, 1968) to board out people with other handicaps, 
and we are advised that under Section 12 (1) the Secretary of State for Social 
Services could approve arrangements for boarding out people with epilepsy. 
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They could also have the power, in schemes made under Section 29 of the 
National Assistance Act, 1948, to help people with epilepsy to find suitable 
lodgings, but so far as we have been able to ascertain, only a few authorities take 
the initiative in doing so; some, indeed, having actually declined to help when 
approached by colonies seeking to discharge residents to the community. We 
recommend to local authorities the provision of these types of facilities. 


156. Apart from regular living accommodation, there are problems of obtaining 
occasional placements for special purposes such as convalescence and holidays. 
We have been told that, even in the hospital service, it is hard to find convales- 
cent units that will accept people with epilepsy who are recovering from inter- 
current illness. Here again, we urge the authorities concerned, whether public, 
voluntary or private, to reconsider their attitude. We recognise that there may be 
genuine problems of opening these facilities to the most seriously handicapped 
people with epilepsy, but again our plea is that they should be considered on 
their individual merits. 


157. Finally, there is a limited group of people with epilepsy who for one reason 
or another need care and attention under Part III of the National Assistance 
Act, 1948, and although it may diminish in the future we cannot at this stage 
foresee it disappearing completely. At present, many of them live in the epileptic 
colonies but, as we have indicated in paragraph 102, we think that as and when 
their plans for the provision of homes and hostels for the handicapped develop 
local authorities should be prepared to care for them in their own premises and 
then should no longer send people to the colonies for permanent care, 
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CHAPTER VIII 
VOLUNTARY ORGANISATIONS 


158. The voluntary organisations concerned specifically with people with 
epilepsy are of two kinds. There are several bodies running epileptic colonies, 
whereas the British Epilepsy Association has the more general rdle of helping 
people with epilepsy and the parents of such children. Like other voluntary 
bodies, those established for the benefit of people with epilepsy have been 
pioneers in providing various services, responsibility for which has eventually 
been placed on statutory bodies. We have already mentioned how the colonies 
provide residential care for people with epilepsy and how some of them have 
recently turned towards the kind of rehabilitation we are now recommending as 
a function of special centres for epilepsy. 


159. The British Epilepsy Association started in 1950 by offering a casework 
and counselling service, as well as providing educational courses for professional 
people whose work involves them in the problems of epilepsy, and supplying 
information about the true nature of the condition. They state in their evidence: 
“In the intervening years many local welfare and health authorities have devel- 
oped services for the physically handicapped, mental welfare officers have 
accepted their responsibilities, Disablement Resettlement Officers have acquired 
more knowledge and understanding of the problems associated with epilepsy. 
Teachers are also more understanding and it is rare for a child to be excluded 
from school. We hope that some of this improvement is due to the propaganda 
and to the educational courses to which the Association has given so much 
attention”. Now that the statutory services have undertaken some of the tasks 
on which the Association started, they see their future rdle as firstly continuing 
and extending their education and information services, and we understand 
that the Association has recently set up an information unit to carry out this 
function. Their second réle is in propaganda designed to encourage and stimu- 
late research and to raise financial support for research projects. They also 
intend continuing their activities in organising holidays for children, in acting 
as a channel of communication for those voluntary bodies which are able to 
provide holidays, in keeping a register of holiday landladies for adults, in main- 
taning an advice and counselling service and in providing liaison between local 
epilepsy social clubs. We consider that these activities, which are complementary 
to those of the statutory services, are most valuable, and we have already 
referred, in paragraph 42, to the importance of health education of the public. 


160. It is essential that both kinds of voluntary organisation should work 
closely with each other and with the statutory services in their area in order to 
harmonise their activities. For this reason we welcome the establishment of 
machinery for joint consultation between the colonies, and we hope that they 
will try to co-ordinate their activities, e.g., on admission policies, catchment 
areas and training of staff. 


161. There are also a number of voluntary organisations, both national and 
local, which provide for the handicapped and for others with special needs 
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certain services which are required by some people with epilepsy, including 
sheltered workshops, residential training colleges, clubs, holidays, work centres, 
hostels and recuperative homes. Although there were notable exceptions, in 
many instances these bodies either do not admit people with epilepsy to their 
services, or admit them on a highly selective basis, the declared reasons being 
that their staffs cannot deal with them or that they are afraid of the effect on 
other users of the services. We deplore this discrimination against a particular 
disability, and while we accept that there may be a few individual people whose 
condition would put too much strain on the facilities, we urge voluntary organi- 
sations to ensure that their staffs have sufficient education in the nature of 
epilepsy and how to deal with it to enable them to open their services to people 
with epilepsy, or at any rate to seek expert guidance on particular cases rather 
than rejecting all applicants out of hand. The services we suggest should make 
it possible for voluntary organisations to do this more readily than hitherto. 
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CHAPTER IX 


STAFFING THE SERVICES 
MEDICAL 


162. We do not believe that the pattern) of services we have described will 
require an immediate increase in staff, but think that much could be achieved 
by reorganisation and better use of available resources. However, as the multi- 
disciplinary teams at district general hospitals start functioning and family 
doctors see the advantage of this arrangement to their patients, it is axiomatic 
that there will be increased demands, particularly on neurological and neuro- 
surgical services. At this point there will have to be an increase in staff, but we 
consider that this should take place within the framework of the relevant 
medical services. It has been suggested to us that “epileptology” should be 
recognised as a new specialty, but opinions in the evidence were divided and 
we do not think that this further splintering would be in the best interests of the 
patient. In our view, while most of the consultants dealing regularly with 
epilepsy should be neurologists, neuro-surgeons, general physicians, psychiatrists 
or paediatricians, it is desirable that they should have a special interest in 
epilepsy. We know that there are doctors within both the hospital service and 
the epileptic colonies who might be described as “‘epileptologists” if such a 
specialty existed, and we think that, when services are reorganised, it is important 
that their experience should be utilised to the maximum. We therefore consider 
that wherever possible they should be associated with the special centres for 
epilepsy which we have described. 


163. We have referred in paragraph 60 to the need to ensure that general 
practitioners are adequately supported by hospital doctors who are experienced 
in epilepsy and its problems. Therefore, to the extent that this function is not 
performed by consultants (or by registrars in training) we think that there will 
be a need for permanent medical staff who could give some measure of con- 
tinuity at the hospital. Family doctors who have had special interest, experience 
and training in epilepsy could prove invaluable in this réle, to which they would 
also bring their expertise as generalists. 


NURSING AND OTHER CARING STAFF 


164. Patients with severe epilepsy, especially those with multiple handicaps, 
require skilled nursing. For this reason we believe that they should be nursed in 
hospital units which are part of the special centres. On the other hand, the 
residential units of these centres would be staffed primarily by people who have 
been trained for residential care duties, possibly on the lines recommended in 
the Williams Committee Report, “Caring for People’’(25). This type of training 
would also be of advantage to caring staff in the epileptic colonies. 


SOCIAL WORKERS 


165. In paragraph 73 we have referred to the value of social workers in the 
multi-disciplinary teams at district general hospitals, at neurological units, at 
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special centres and in the community services. They can be made available from 
amongst existing social workers in the hospital and local authority services. 
The latter in particular are now developing their services for handicapped 
persons, and as a result of this expansion an increasing number of social workers 
will gradually become available. 


TECHNICIANS 


166. Evidence has been given that there is a chronic shortage of electro- 
encephalography and other technicians, and this has been attributed to poor 
career prospects. Their present vital rdle is likely to become even more important 
if, as we have suggested in paragraph 54, increasing numbers of patients are 
referred for extensive investigation of their epilepsy. The report of the Zuckerman 
Committee(2°), which was published while we were sitting, contains recom- 
mendations for a new career structure for technical classes in a new hospital 
scientific service which embraces the kinds of technicians needed for investi- 
gating epilepsy. We hope that these recommendations will help to solve the 
staffing problem. 


GENERAL 


167. It will be seen from the preceding pragraphs that we are not in favour of 
special qualifications for staff concerned with epilepsy. Nevertheless, we should 
like to see some reference to epilepsy in the course of the basic training of all 
the above types of staff. In addition, we hope that staff at all levels whose work 
entails contact with people with epilepsy will be given the opportunity of attend- 
ing courses to make them familiar with the problems, and that those who intend 
to work in the sphere of epilepsy will have appropriate post-qualification 
training to prepare them for the task. As we have already suggested, the special 
centres could and should have particular responsibilities for providing such 
training. 


168. We hope that if our recommendations are accepted they will be brought to 
the notice of all who are concerned with the provision of services for people 
with epilepsy. 
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CHAPTER X 
ENVOI 


169. A committee is set up to study a subject and to report on its conclusions, 
but it must indeed be rare for such a committee to have at its disposal all the 
facts which it would like, with the result that its conclusions tend to be a mixture 
of deductions from firm premises and statements based solely on opinions. 
Even where extensive attempts are made to obtain evidence from organisations 
and individuals, that evidence itself usually suffers from being a variable mixture 
of facts and opinions. 


170. In the course of our work we considered a substantial amount of statistical 
information, a small selection of which is to be found in the text of our report 
and in several of its appendices. We were, however, repeatedly confronted with 
points on which we would have liked to have had factual information of a kind 
which was not available, but to have sought it would have involved the fostering 
of research projects which, quite apart from the question of cost, would have 
taken several years to complete. Some of these subjects are to be found in various 
chapters of the report, and we hope that appropriate research and other organi- 
sations may consider exploring these and related fields. 


171. In addition to this, however, we think it desirable ‘that, if our recom- 
mendations are accepted, arrangements should be made to measure and assess 
the results of certain of them over a period of years, as only thus can their 
correctness be judged. For example, attempts at public education about epilepsy 
should be accompanied by schemes to measure their effect; the establishment 
of multi-disciplinary teams should be followed by research projects to determine 
how they are used by doctors and by patients; and the provision of assessment 
and rehabilitation units at special centres should involve long-term follow-up of 
those who pass through them. We believe that these and other projects should 
be amongst those which attract research grants, including those made by the 
Department of Health and Social Security. 


172. We hope that our parent committees will continue to watch developments 
and, aided by on-going research, will re-examine the evolution of services for 
people with epilepsy from time to time. In particular, we think that the situation 
should again be brought up to date about five years hence, by which time it 
should be possible, in at least some instances, to judge whether those recom- 
mendations which are put into operation are, in fact, having the desired results. 


173. We greatly hope that these final suggestions will commend themselves to 
our parent committees, because we are of the firm opinion that such operational 
research will help to ensure that the large number of people with epilepsy in 
England and Wales are receiving the wide and effective range of medical and 
social services of which they stand in need. 
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APPENDIX B 


ORGANISATIONS AND INDIVIDUALS WHO 
SUBMITTED EVIDENCE OR INFORMATION TO THE COMMITTEE 


Those who gave oral evidence only are marked*; those who gave both oral and written 
evidence are markedt. The others gave written evidence or information only. 


PROFESSIONAL BODIES 
Association of British Neurologists 
Association of Directors of Welfare Services 
Association of Psychiatric Social Workers 
Association of Social Workers 
British Medical Association 
British Paediatric Association 
British Student Health Association 
Council for Training in Social Work 
County Welfare Officers Society 
Guild of Social Workers in Wales 
Health Visitors Association 
Institute of Medical Social Workers 
Institute of Social Welfare 
Institute of Youth Employment Officers 
International League against Epilepsy (British Branch) 
Medical Officers of Schools Association 

tRoyal College of General Practitioners 
Royal College of Nursing 
Royal College of Physicians 
Royal Medico-Psychological Association 
Society of British Neurological Surgeons 
Society of Medical Officers of Health 
Society of Occupational Medicine 


LOCAL AUTHORITIES AND THEIR ORGANISATIONS 
Association of Municipal Corporations 
City and County of Kingston upon Hull Welfare Services Department 
City of Bradford 
City of Leeds Welfare Services Department (regarding Cookridge Hall) 
City of Manchester Education Department (regarding Soss Moss School) 
City of Manchester Health Department (regarding Langho Colony) 
County Councils Association ] 
Lancashire County Council (regarding Sedgwick House School) 
Surrey County Council (regarding The Lodge, Effingham) 
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TRAINING COLLEGES AND SHELTERED WORKSHOPS 
Camphill Village Trust 
Finchale Abbey Training Centre for the Disabled 
Industrial Therapy Organisation (Bristol) Ltd. 
Portland Training College for the Disabled 
Queen Elizabeth’s Foundation for the Disabled 
Remploy Ltd. 
St. Loye’s College for Training and Rehabilitation of the Disabled 


VOLUNTARY ORGANISATIONS 
British Epilepsy Association 
British Red Cross Society 
David Lewis Colony (including Colthurst House Special School) 
Epilepsy Society of Edinburgh and South-East Region 


Inskip League of Friendship (Oldham and District Founders Branch and Southern 
Regional Committee) 


Maghull Home for Epileptics (including special school) 
Meath Home of Comfort for Epileptic Women and Girls 
National Society for Epileptics (Chalfont Colony) 

St. Elizabeth’s School and Home 

Scottish Epilepsy Association 


INDIVIDUALS 
Dr. T. A. Betts, M.B., Ch.B. 
Miss J. M. Brignall, A.I.M.S.W. 
Mr. Murray A. Falconer, M.Ch., F.R.C.S., F.R.A.CS. 
Dr. J. C. Gunn, M.B., D.P.M. 
*Mrs. J. Jarvis 
tDr. J. P. Laidlaw, M.B., F.R.C.P. 
Dr. J. H. Margerison, M.B., Ch.B. 
7Dr. C. Ounsted, M.A., D.M., M.R.C.P., D.C.H., D.P.M. 
*Mr. R. N. Smith, M.C. 
Miss R. Tavriger, B.A., A.A.P.S.W. 
Mrs. W. D. 
*Mrs. W. K. 


HOSPITAL SERVICE (ENGLAND) 
Regional Hospital Boards: 
Birmingham 
Leeds 
Liverpool 
Manchester 
Newcastle 
North East Metropolitan (also regarding St. David’s and St. Faith’s Hospitals) 
North West Metropolitan 
Sheffield 
South Western 
South West Metropolitan 
Wessex 
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Boards of Governors—Provincial: 
United Birmingham Hospitals 
United Bristol Hospitals 
United Leeds Hospitals 
United Liverpool Hospitals 
United Manchester Hospitals 
United Oxford Hospitals 
United Sheffield Hospitals 


Boards of Governors—London: 
Charing Cross Hospital 
Hammersmith and St. Mark’s Hospital 
King’s College Hospital 
London Hospital 
Moorfields Eye Hospital 
National Hospital for Nervous Diseases 
Royal Free Hospital 
St. Bartholomew’s Hospital 
St. Mary’s Hospital 
St. Thomas’ Hospital 
The Hospital for Sick Children 
The Middlesex Hospital 
University College Hospital 
Westminster Hospital 


HOSPITAL SERVICE (WALES) 
Welsh Hospital Board 
United Cardiff Hospitals 


GOVERNMENT DEPARTMENTS 
Department of Education and Science 
Department of Employment and Productivity 
Home Office 
Ministry of Social Security 
Scottish Office 
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APPENDIX C 
ESTABLISHMENTS VISITED 


Calderstones Hospital 

Chalfont Colony 

Chellow Dene, Hostel for the Mentally Ill (London Borough of Wandsworth) 
David Lewis Colony 


Eldridge House, Home for the Physically Handicapped (London Borough of 
Hounslow) 


Guy’s/Maudsley Neurosurgical Unit 

Langho Epileptic Colony (City of Manchester) 
Lingfield Hospital School 

Maghull Homes for Epileptics 

St. David’s Hospital 

St. Faith’s Hospital 


In addition to the above the joint sub-committee had the benefit of reports on the 
following establishments visited by individual members or observers on occasions not 
connected with the work of the sub-committee: 


The Unit for Care of Epileptics at Meer en Bosch, Holland 


Day Hospital for Epileptics, Créteil, France 
Talbot Centre, Melbourne, Australia 
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APPENDIX D 


1953 and 1956 REPORTS 


This appendix summarises the action relevant to the terms of reference of the present 
committee which stemmed from the recommendations of the report of the Advisory 
Council for the Welfare of Handicapped Persons, 1953 (referred to below as Welfare) and 
of that of the Standing Medical Advisory Committee’s Sub-Committee on the Medical 
Care of Epileptics 1956 (the Cohen Committee, referred to below as Medical). 


BROAD PRINCIPLES 

1. Principles of a non-controversial nature which we have borne in mind in considering 
the present state of the services :— 

Welfare recommendation (ii) on the need for propaganda amongst parents, teachers, 
employers and employees as to the nature of epilepsy and the difficulties and capacities 
of people with epilepsy, in order to overcome existing prejudices and misunderstanding. 
Medical recommendation(1), “‘Sufferers from epilepsy should be encouraged to secure 
treatment for their disability and to follow the medical advice they are given’’. 
Medical recommendation(16), ‘““Where an epileptic patient requires long-term institu- 
tional care, the type of institution should be chosen in accordance with the nature of 
his major disability, which may or may not be epilepsy’’. 


GENERAL PRACTITIONERS 


2. Medical recommendation(2), ““General practitioners should take an active interest 
in the problems of the epileptic and should, generally in conjunction with hospitals, be 
responsible for the long-term medical supervision of such patients’’. 

In 1958 a memorandum entitled ‘““The Care of Epileptics’’ was sent to all general 
practitioners by Executive Councils, which were asked to provide practitioners in their 
areas with information that might assist in the rehabilitation of people with epilepsy. 
The research undertaken by the College of General Practitioners(®) into epilepsy in 
general practice, the results of which have been available to us, is in the spirit of the 
recommendation. 


HOSPITAL ORGANISATION 
3. Medical recommendation(3), ‘“‘Hospital authorities should, on a regional basis, 
establish diagnostic and treatment clinics and long-stay treatment and rehabilitation 
centres’’. 
Medical recommendation(4), ““Centres shouid be of two types, according to the patients’ 
anticipated length of stay’’. 
Medical recommendation(5), ““Hospital authorities should enlist the co-operation of 
general practitioners’. 
Medical recommendation(6), “Three or four special investigatory clinics for epileptics 
with behaviour problems should be set up at convenient geographical centres’’. 
Medical recommendation(15), “‘Long-stay hospital units should be established for 
epileptic children with exceptionally bad behaviour disorders’’. 

In 1957 the Ministry of Health asked hospital authorities to implement these recom- 
mendations within the limit of their financial resources. Progress in the development of 
hospital services for people with epilepsy has, since then, been slow and has not in 
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general conformed to the pattern in the recommendations. With the wider spread of 
general medical facilities and the country-wide improvement in the availability of 
neurological and psychiatric services, the hospital regions have preferred to cater for 
epilepsy within their general services, though specific provision for epilepsy has been 
made in some places; and either in them or within broader services there are now 
several consultants whose particular interest in the subject has created a focus of special 
expertise. It is however evident that within this pattern it has not been possible to 
investigate fully the small proportion of patients presenting apparently intractable 
problems. There is a shortage of medium-stay hospital accommodation for this purpose, 
and none of it provides for investigation under conditions of daily life and work. 


CHILDREN AND CO-ORDINATION WITH THE SERVICES PROVIDED BY EDUCATION AUTHORITIES 


4. Welfare recommendation (iv) and Medical recommendation(10) that care must be 
taken to avoid children being “‘labelled’’ unnecessarily as epileptics. We have seen no 
evidence to suggest that this recommendation has not been followed. Indeed, the high 
proportion of children discharged from hospitals with a diagnosis of “‘convulsions”’ 
may indicate that it has been taken to heart. 


5. Welfare recommendation (iv) and Medical recommendation(12). The Welfare 
recommendation was that children with epilepsy should be brought to the notice of the 
School Medical Officer at two years of age; the Medical recommendation was that this 
should not be done until the child is about to attain school age and to attend an ordinary 
school. 

Evidence indicates that only about half the children with epilepsy are known to the 
school health service. 


6. Medical recommendation(11), ““The decision to send a child suffering from epilepsy 
to a special school should be taken only after assessment at a hospital diagnostic clinic’. 

We have been told that children are selected for the special schools on educational 
grounds, epilepsy being only one factor. The number of children attending these schools 
has however diminished appreciably. The reduction in numbers is due not only to 
better control of fits with modern drug therapy but to a greater willingness on the part 
of many teachers in ordinary schools to retain a child whose fits are neither too frequent 
nor too severe. In doing so the yare acting in the spirit of Medical recommendation(9) 
that “‘children suffering from epilepsy should as far as possible be educated at ordinary 
schools’’. Disturbed behaviour, whether due to organic factors or to maladjustment, is 
often the most significant single factor leading to the transfer of these children te a 
special school for epileptic pupils, who are defined, in the Handicapped Pupils and 
Special School Regulations 1959 as being “‘pupils who by reason of epilepsy cannot be 
educated under the normal regime of ordinary schools without detriment to them- 
selves or other pupils’’. 


7. It is of interest in connection with the recommendation that when a special school is 
associated with an epileptic colony it should as far as possible be kept separate from 
the rest of the colony (Medical recommendation(13)), that the biggest school, providing 
half the school places in the special schools, is no longer associated with a colony, the 
adults formerly accommodated there having been transferred elsewhere. Three smaller 
schools, however, still form parts of colony complexes. 


8. Welfare recommendation (v) relating to the mobilisation of health and welfare 
services when educational facilities for an epileptic child are considered, and Welfare 
recommendation (vi) regarding the medical reassessment of the child when ready to 
leave school, in consultation with representatives of all appropriate services, should now 
become effective in the course of more general arrangements being made by local 
authorities for the co-ordination of services for handicapped children and school 
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leavers as a result of the circular sent to them jointly by the Ministry of Health and the 
Department of Education and Science in 1966 (Co-ordination of Education, Health and 
Welfare Services for Handicapped Children and Young People: Ministry of Health 
Circular 7/66 and Department of Education and Science Circular 9/66)(24). 


9. Medical recommendation(14), ““When the educational requirements of a child with 
epilepsy are being assessed, the services of an educational psychologist should be 
available’’, also belongs to this group, but we have no information about the extent to 
which it has been implemented. 


SOCIAL WORK AND OTHER COMMUNITY CARE 

10. Medical recommendation(23) was that the domiciliary services of local health and 
welfare authorities should be extended. Welfare recommendation (iii) urged that the 
Minister should consider the possibility of directing local authorities to exercise their 
powers under Section 28 of the National Health Service Act, 1946 and Section 29 of the 
National Assistance Act, 1948, in relation to people with epilepsy. 

In 1960 it became mandatory for local authorities to make schemes under Section 
29 for handicapped people in general, obviating the need for specific action for people 
with epilepsy, and while services under Section 28 of the National Health Service Act 
(now superseded by Section 12 of the Health Services and Public Health Act, 1968) are 
still discretionary, they are now being developed to a greater or lesser extent in all 
areas. There has been a movement away from institutional towards community care for 
both the physically and the mentally handicapped, with a general extension of domi- 
ciliary services, particularly in the appointment of more social workers. This has been 
accompanied by the development of occupational activities advocated in Welfare 
recommendation (xi). Generally however, there has not been any appreciable develop- 
ment in arrangements for finding suitable lodgings for people with epilepsy. 


11. The third suggestion in Welfare recommendation (ix), that local authority officers 
should take a greater part in helping people with epilepsy with their employment 
difficulties, has been re-emphasised, so far as young people are concerned, as part of 
the general co-ordinating measures advocated in Ministry of Health Circular 7/66 
referred to in paragraph 8 above. It is also connected with Medical recommendation(7), 
that hospitals should help in dealing with the socio-economic problems of people with 
epilepsy. This has been accepted in principle, though a general shortage of social 
workers and problems of the inter-relation of hospital and community social work have 
sometimes caused practical difficulties. 


12. Both reports, Medical in recommendation(22) and Welfare in recommendation (x), 
advocated the establishment of hostels for people with epilepsy who are ready to take 
employment but need continuing supervision. None has yet been established, again 
because numbers are small in any one area, but a few local authorities admit people 
with epilepsy needing this kind of accommodation into their Homes for the physically 
handicapped generally, while some of the epileptic colonies now provide equivalent 
facilities. 


THE EPILEPTIC COLONIES 

13. Welfare recommendation (ix) was for consideration to be given to reclassifying 
colony accommodation and colonists to secure separate accommodation for (a) the 
low grade, (b) the difficult and (c) those requiring short-term stabilisation. The Medical 
recommendations were more far-reaching :— 

(17) “The functions of the epileptic colonies should be as much therapeutic as custodial; 
they should be concerned with the medical care, and also with the rehabilitation and 
return to normal life, of their patients’’. 


61 


(18) “‘It would be desirable for the epileptic colonies to provide vocational training, and 
to pay an economic wage for the work done’’. 


(19) “The epileptic colonies would be able to play their optimal role in a unified national 
plan for the management of the epileptic if they became by law a part of the National 
Health Service’. 


(20) “‘Failing legislation of this nature, informal arrangements should be made to secure 
the association of the epileptic colonies with the hospital service”’. 


No formal change has been made in the status of the epileptic colonies, but they all 
now have regular access to National Health Service consultant facilities. While there 
has been some attempt by the colonies to implement the Cohen recommendations they 
are, in the main, still isolated and outside the mainstream of the health services. 


CO-ORDINATION BETWEEN SERVICES FOR ADULTS 


14. Welfare recommendation (i) called for co-ordination of all relevant services with 
one member of the team acting as co-ordinator. Medical recommendation(8) was that 
hospitals should co-operate with all other agencies concerned with socio-economic 
problems, and should consider establishing “‘resettlement clinics’. Welfare recom- 
mendation (vii) was for medical assessment for employability to be undertaken by the 
diagnostic department of a hospital, while Medical recommendation(21) was for hospi- 
tals, epileptic colonies and general practitioners to give the Disablement Resettlement 
Officer full and frank information about the disabilities and capabilities of a person 
with epilepsy requiring employment. In recent years there has been an increased 
emphasis on the co-ordination of services for the handicapped generally. No special 
arrangements have, however, been made for people with epilepsy. Few hospitals have 
established resettlement clinics. On the other hand new procedures introduced by the 
Ministry of Labour in 1966 have ensured that, provided the patients consent, more 
information about medical condition is available to Disablement Resettlement Officers 
than previously. But there is still insufficient general understanding among other 
services of the way in which the community domiciliary services, and particularly the 
social work services, are developing, and of their potential for providing continuing 
counsel and support. 


15. Welfare recommendation (viii) urged close co-operation between local author- 
ities and the colonies administered by voluntary organisations. The evidence 
suggests that local welfare authorities vary in the extent of the interest they take in 
colony residents for whom they have a financial responsibility, and that the colonies 
have all, on occasion, found it difficult to secure the co-operation of local authorities 
in the re-establishment in their own areas of residents who no longer need the specific 
care available in the colonies. As the colonies all accept residents from a large number 
of local authorities, they do not have the opportunity of forming special relationships 
with the latter, and it is also understandable that local authorities should tend to forget 
about people who have frequently been resident in epileptic colonies since before 1930. 
Furthermore the colonies have tended to keep apart from statutory and voluntary 
organisations catering for the handicapped in the areas where they are situated. 
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APPENDIX E 


CO-ORDINATION OF EDUCATION, HEALTH AND WELFARE 
SERVICES FOR HANDICAPPED CHILDREN AND YOUNG 
PEOPLE 


(Extract from Ministry of Health Circular 7/66: Department of Education and 
Science Circular 9/66)(24) 


5. Whilst ascertainment will often be made by the local authority health services, 
clinical responsibility will remain throughout with the general practitioner and the 
hospital specialist. Within the local authority, the health department will have primary 
responsibility for children in the pre-school period, will retain for those who are found 
to be unsuitable for education at school and will resume it in the case of many education- 
ally sub-normal or maladjusted who find difficulty in adjusting to adult life after school. 
The education department, including the education authority’s school health service, 
will be primarily responsible during the school years, in certain cases from the age of 
two years, and perhaps after leaving school if a substantial amount of further education 
is provided. Welfare services may well be needed at any age and welfare officers should 
in any case be actively concerned towards the end of the time at school. At this stage 
and afterwards the Youth Employment Service has responsibility for the employment of 
handicapped young people, covering their vocational guidance, placing the review of 
progress at work. The responsibilities of each of these services in relation to children 
with various single handicaps or with multiple handicaps need jointly to be examined 
and agreement reached about the services to be made available. This implies flexible 
arrangements for co-operation between the department and a clear understanding by 
field workers, and others, as to the rdle they are to play. 


6. The arrangements made will, of course, vary to meet local circumstances and the 
requirements of different handicaps. Factors of importance will be the extent to which 
various kinds of staff are severally available to the education, health and welfare 
services and the extent to which each service had developed. To get the best results, it 
may be necessary to pool staffing resources and enable a nominated worker of the staff 
to work continuously with a child and his family even though his department may cease, 
from time to time, to be primarily responsible. For example, arrangements might be 
made for joint employment by the education and health departments of staff who are 
in touch with maladjusted or educationally subnormal children at school so that the 
same workers, in collaboration with the Youth Employment Officer, can continue to 
help children they know (and who know them) in the period of adjustment to employ- 
ment and adult life. 

In many cases, more than one department and more than one worker may need to 
be in touch with the child and his family. Clear arrangements must be made to ensure 
that all the staff involved know each other and the contribution each is making. The 
aim should be to reach agreement between them that one of them has responsibility for 
keeping in touch with the child and family. Case conferences are useful in keeping ail 
concerned informed and reaching consistent decisions. Such conferences are par- 
ticularly important when the handicap is first found and when the time comes to give 
vocational guidance and seek suitable employment. In all this, it is essential to consider 
the child and family together, for their problems interact and the services and advice 
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offered must be adapted to the situation of the family, who may require a wider range 
of services and advice than is needed by the handicapped child alone. Even when a 
child is away from home continuing support and reassurance to the family may be 
needed. 


7. Timely communication of information is essential. All those in the education, 
health, welfare and employment services who are to work with a handicapped child or 
his family, must have all the relevant medical and social facts about their needs if they 
are to give effective help. There might be advantage in reviewing the form of records 
kept by all departments to ensure that relevant information is readily available to those 
concerned with the family. A free exchange of information between hospitals, general 
practitioners and the medical staff of the local authority is specially necessary and 
consideration should be given to arranging for this as a matter of routine. 


8. The consequences of failure of co-ordination for individual children or their families 
may be serious. It is advisable, therefore, to consider what overall form of supervision 
can be adopted in the area to secure that no child is lost to sight (this is particularly 
necessary if a handicapped child attends an ordinary or independent school far from 
his home) and that evident needs are not being neglected. It may be right that either 
the health or the welfare department should be allocated a responsibility for general 
oversight of nominated families where there is a clear prospect that their services will 
be needed in later life. In some cases one member of the staff would be in touch with 
the child from an early stage and could help to exercise oversight, e.g. the mental health 
worker in the case of the severely subnormal child, or the social worker with the blind 
where blindness is the major handicap. In many cases special schools are the main 
point of contact with the family and act as focal points for the co-ordination of services 
for their pupils. 
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APPENDIX F 
NOTES ON SUPERANNUATION AND ACCIDENT LIABILITY 


SUPERANNUATION 


1. The Committee of Inquiry on the Rehabilitation, Training and Resettlement of 
Disabled Persons, under the Chairmanship of Lord Piercy, considered the question of 
whether the operation of superannuation schemes adversely affected the employment 
of the disabled, and concluded that there was no reason why such schemes need pre- 
judice the chances of a disabled person obtaining employment. They pointed out in 
their report, published in 1956(27) that both the Civil Service and local authorities 
operated their schemes so that disabled persons might be included. Private firms, too, 
the committee were informed, could make special arrangements to bring the disabled 
within the coverage of their superannuation arrangements. 


2. The present position is that when a pension scheme provides solely for retirement 
benefit medical examination of new entrants is not as a rule enforced. Some pension 
schemes however involve life assurance benefits or are operated in conjunction with 
obligatory widows and orphans funds. Such schemes generally require medical examin- 
ation of new entrants, and may exclude those who suffer from disabilities which 
apparently reduce the expectation of life. Where an employer refers to difficulties about 
a pension scheme as a reason for not engaging a disabled person, he is advised by the 
Disablement Resettlement Officer to consult the National Association of Pension 
Funds or the Life Office concerned about possible modifications to provide a more 
flexible scheme. Disablement Resettlement Officers who encounter such difficulties are 
required to report the case to the headquarters of the Department of Employment and 
Productivity. Since 1961 the number of cases which have been reported has been 
infinitesimal. 


3. Among local authorities, one or two councils have passed resolutions either exempt- 
ing registered disabled persons from medical examination before entry to a superan- 
nuation scheme, or calling on the medical officer to have particular regard to the 
authority’s quota obligation in examining disabled persons. Under another arrangement, 
adopted by some local authorities and private firms, disabled persons are employed for 
a probationary period of anything from six months to two years, at the end of which 
they are medically examined and either admitted to the superannuation scheme or 
allowed to continue in employment outside the scheme for successive periods of tempo- 
rary employment amounting to regular employment. A number of private firms having 
superannuation schemes engage disabled persons without accepting them as members 
of the scheme if they fail to pass the medical examination. Others admit employees to 
the scheme but on the understanding that benefits in the event of sickness etc., will not 
be as large as those enjoyed by other employees. Some firms meet difficulties by paying 
increased premiums. 


4. The arrangements for recruitment to the Civil Service enable permanent appoint- 
ments to be offered at the discretion of the Civil Service Commissioners to any candidate 
who, though not up to the normal qualifying standard of health, seems likely to give 
useful service. Persons who fail to pass a medical examination may be recruited in a 
permanent unestablished capacity with the conditions of the established grade, subject 
to special conditions for superannuation and sick leave, and may be established at any 
time if they can pass a further medical examination or on completion of 20 years’ 
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service. For officers who become established the whole of the service from the date of 
appointment on permanent unestablished terms is counted for superannuation as if it 
had been established service. 


ACCIDENT LIABILITY 


5. At common law an employer is under a general duty to take reasonable care for the 
safety of his workpeople so as not to expose them to unnecessary risks. In addition 
statute law imposes many compulsory requirements as to safety measures. 


6. Insurance offices generally have undertaken to include all disabled persons, including 
those suffering from epilepsy, in their Employers’ Liability Insurance Policies on the 
same terms as the able-bodied on the understanding that the employer, in allocating 
work, takes account of the nature of the particular disability. 


7. The National Insurance (Industrial Injuries) Act 1946 and subsequent Acts cover 
people with epilepsy in common with all other insured workers, and employers need 
not, therefore, fear any special problems in that connection. 


8. There is no evidence to suggest that, where care is taken in selecting suitable employ- 
ment particularly for the person with epilepsy who is likely to have an occasional fit at 
work, the frequency of accidents among employees suffering from epilepsy is any 
greater than that occurring among the ordinary working population. 


66 


APPENDIX G 


NUMBERS OF PEOPLE WITH EPILEPSY IN NATIONAL HEALTH 
SERVICE HOSPITALS 


Tables I and 2 are based on the Hospital In-Patient Enquiry(°), an annual study of a 
10 per cent sample of hospital in-patients; patients in psychiatric hospitals are excluded. 
Table 3 is derived from a census of patients in National Health Service psychiatric 
hospitals and units in England and Wales at 31st December 1963(:°). The census made 
provision for coding only two diagnoses for each patient, epilepsy ranking as 56 in a list of 
61 for priority in determining the primary diagnosis for mental illness hospitals and 34 in a 
list of 40 for mental subnormality hospitals. The figures consequently do not include all 
people with epilepsy in psychiatric hospitals. 


TABLE 1 


Estimated number of discharges and deaths of people with epilepsy from National 
Health Service hospitals in England and Wales during 1966; by age and sex. 





Age group Persons M F 
All ages 15,300 8,800 6,500 

0- 4 1,400 - 900 500 

5-14 2,300 1,300 1,000 
15-19 1,600 900 700 
20-24 1,300 800 500 
25-34 1,800 1,000 800 
35-44 2,000 1,100 900 
45-64 3,300 2,000 1,300 
65 and over 1,600 800 800 

TABLE 2 


Estimated number of discharges and deaths of people with epilepsy and associated 
disorders from National Health Service hospitals in England and Wales during 1966. 





| 0-14 years 15 years and over Total 
1964 | 1965 | 1966 | 1964 | 1965 | 1966 | 1964 | 1965 | 1966 


i | i | | i | | | ee 


For epilepsy 3,900 | 4,100 | 3,800 | 11,600) 11,500) 11,500); 15,500) 15,600) 15,300 

















For convulsions, Jack- 
sonian epilepsy and }| 5,800 | 6,700 | 6,800 900; 800 700) 6,700) 7,500) 7,500 


focal epilepsy 





(9) and (1°) relate to items in Appendix A. 
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TABLE 3 


Patients resident in psychiatric hospitals and units at 31st December, 1963, with a 
primary or secondary diagnosis of epilepsy or epileptic psychosis. 


| Mental Illness Mental Subnormality 
Hospitals and Units Hospitals and Units 
| M F Persons M F Persons 
Primary diagnosis: epilepsy .. 884 699 1,583 92 61 153 
Primary diagnosis: epileptic 
psychosis _.... 1,159 1,195 2,354 11 15 26 
Secondary diagnosis: “epilepsy 
or epileptic psychosis < 849 917 1,766 2,776 2,435 a A 
Total | 2,892 2,811 5,703 2,879 2,511 5,390 
APPENDIX H 


NUMBERS AND AGES OF PEOPLE WITH EPILEPSY IN LONG-STAY 
ACCOMMODATION IN 1967 





Number of residents with epilepsy (excluding staff) Under 65 | 65 & over Total 


(a) In epileptic colonies, Home and 2 heels for 


epilepsy ... i roa 1,821 308 2,129 
(b) In epileptic colonies and Home only ny - 1,619 235 1,854 
(c) In Part III accommodation—Local authority 
Homes and colonies... 898 985 1,883 
(dq) In Part Ill accommodation—voluntary_ ‘Homes 
and colonies ; : 1,095 145 1,240 
(e) In Part III accommodation—of all types" re 1,993 1,130 ch 
) Number of residents in Part III accommodation 
with all types of disability abil a: ae 11,405 95,433 106,838 





The figures in lines (c), (d) and (e) relate to people in whom epilepsy is the major handicap. 
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APPENDIX I 


PREVALENCE OF EPILEPSY IN SCHOOLCHILDREN 





Inception 
SURVEY Age of No. in Prevalence Rate per 
Children Study per 1,000 1,000 
Pond, Bidwell and Stein(4) 1960 5-— 9 1,233 5°7 1-6 . 
10-14 | 1,185 9-3 || a 
Cooper,(7) 1965 6 | 4,221 8-2 5:6 
7 4,094 4-3 1-5 
11 3,934 Tl 5-7 
15 3,698 8-2 3°5 
Tizard, Rutter and Whitmore(8) 5-14 11,801 7°3 a 
te: 9-12 3,500 9-4 = 





(4), (7) and (8) refer to items in Appendix A. 
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THE ROYAL SOCIETY 


FOR THE PROMOTION 


OF HEALTH 
90, BUCKINGHAM PALACE ROAD, LONDON, S.W.! 


Borrowers must comply with the following by-laws governing 
the Library, made by the Council of the Society. 


Books, periodicals and pamphlets may be borrowed by 
Honorary Fellows, Fellows, Members, Licentiate Members. 
Associate Members and Affiliates personally or by a messenger 
producing a written order. The person to whom such publica- 
tions are delivered shall sign a receipt for them in a book 
provided for that purpose. 

Publications may be borrowed through the post, or by other 
means of carriage, upon a written order. The postage, or 
carriage of publications returned to the Society shall be 
defrayed by the borrower. 

A borrower may not have more than three publications in 
his possession at one time. 

A borrower will be considered liable for the value of any 
publication lost or damaged while on loan to him, and, if it be 
a single volume or part of a set, for the value of the whole 
work thereby rendered imperfect. Marking or writing in the 
publications is not permitted, and borrowers are requesied to 
call attention to damage of this character. 

Books and pamphlets may be retained for twenty-eight days. 
Periodicals may be retained for fourteen days. Applications 
for extension of the loan period must be made in writing 
before its expiry. No publication may be kept longer than 
three months. 

Books and pamphlets added to the library will not be lent 
until after the expiry of one month from the date received. 
The current number of a periodical may not be borrowed. 

Borrowers retaining publications longer than the time speci- 
fied, and neglecting to return them when demanded, forfeit the 
right to borrow until they be returned, and for such further 
time as may be ordered by the Council. 

Any borrower failing to comply with a request for the return 
of a publication shall be considered liable for the cost of 
replacing it, and the Council may, after giving due notice to 
him, order it to be replaced at his expense. 

No publication may be reissued to the same borrower until 
at least seven days have elapsed after its return, neither may 
it be transferred by one borrower to another. 

Publications may not be taken or sent out of the United 
Kingdom. 

Publications returned through the post must be securely 
packed and adequately protected. 

The library may be used for reference by members during 
the office hours of the Society. 

Publications borrowed through the post must be acknow- 
ledged on the form provided, immediately upon receipt, and 
returned when due to the Librarian at the above address. 


January, 1968. 
O.B., Truro. 
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HER MAJESTY’S STATIONERY OFFICE : 


To be meee on” tae i oe se 
49 High Holborn, London WC! | 
13a Castle Street, Edinburgh EH2 3AR 
109 St Mary Street, Cardiff CF1 1JW 
Brazennose Street, Manchester M60 8AS 
50 Fairfax Street, Bristol BS1 3DE 
258 Broad Street, Birmingham 1 


7 Linenhall Street, Belfast BT2 SAY 
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